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"Alone we can do so little;
together we can do so much”
...Helen Keller

L e

A Message from the Pennsylvania Deafblind Project

The success of the Project is due to many partnerships. We
have learned much wisdom from the families of children who
are deafblind. Other children, especially brothers and sisters,
have contributed to the lives of children who are deafblind.
Colleagues from the Instructional Support System of
Pennsylvania, administrators and educators from early
intervention agencies, schools, school districts, and
Intermediate Units, other service providers, and our Advisory
Council have also shown incredible commitment to children
who are deafblind. Most of all, children who are deafblind
continue to show us new insights into learning.

We thank you and will continue to serve you, as we all work
together to improve the quality of services for children who are
deafblind.

Sincerely,
Project Director: Fran WarkomsKi
Project Coordinators: Juli Baumgarner, Mary R. Frey, Jeanne Gardier

Family Liaisons: Molly Black, Stacy Gerlach, Susan Shaffer
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Scope of the Deafblind Project

In 1995, the Commonwealth of Pennsylvania assumed full
leadership and support for the technical assistance and training
needs of families, educators, and service providers of children who
are deafblind. Previously, PA had been a member of a multistate
project. Although many resources existed in the multistate project,
it was critical that we embed our services within the early
intervention and educational systems of PA. This also occurred at
an exciting time of efforts to enhance local and state capacities, -

allowing for multilevel systems changes. We were able to model for our constituents the concept of
“growing” our own resources, while keeping a careful eye on current effective practices. Children and
youth who are deafblind or at-risk for deafblindness (hereafter referred to as “children who are deafblind”)

need specialized and intense educational planning and services. Project goals were designed with these
needs in mind.

The original goals of the PA Deatblind Project were implemented as planned. State and national

initiatives also were addressed throughout the four years of this Project, resulting in additional activities
and partnerships.

The reauthorization of the Individuals with Disabilities Education Act (IDEA ‘97) provided many
opportunities to improve services for children who are deafblind. We continue to contribute to the
preparation and delivery of IDEA "97 training and resources across the Commonweaith. In particular,
issues around learning media assessment. assistive technology, cuitural issues of the deaf community, and
positive behavior support have been addressed through development of resource materials. and

information. training. and technical assistance for families, educators, and service providers of children
who are deafblind.

The Governor’s Initiative related to Education and Individuals with Disabilities set priorities for low
incidence populations. including deafblindness. Activities of the Project were integrated with goals of the
Governor's Initiative. allowing us to impact on a broader audience, policies, and procedures. The
Governor's Initiative supports statewide training for individuals who serve children with sensory
impairments. including on interpreter training, learning media assessment, and literacy.

In 1999, Pennsylvania was awarded a State Improvement Grant from the United States Department of
Education. The Project has collaborated with the Comprehensive System of Personnel Development and
the State Improvement Plan regarding both preservice and inservice training, in order to improve the
quantity and quality of personnel who serve children with disabilities

Alex, eight years old, attends a first'grade classroom athis
neighborhood-school. He-"und_ersfands_th,e organization of his day bly
using a picture schedule system. He participates in classroom activities
with adaptations such as switch activated tape recording of the Pledge
of Allegiance, a rubber stamp to label his artwork and classroom
papers, and stars on the building walls to help him trail to his
classroom. He recently received his first invitation to a classmate’s
7. | birthday party.

Prior to attending his neighborhood school, Alex was bussed to a program in apofher county. He A
received many services at this program, and learned many new skills. A timeline was developed to bring
Alex back to his home school. Person centered planning, discussion and training with school personnel

and administrators, and a team approach have contributed to his success. Most importantly, Alex |45,

regarded as a true member by the children and adults at his school. 7
5
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Mission and Goals

The mission of the Pennsylvania Deafblind Project is to build capacity to ensure success for all infants,

young children, students and youth who are deafblind, or at risk or deafblindness, in the context of local
schools and communities.

This mission is congruent with the mission of the Instructional Support System of Pennsylvania.

Five key goals align with the mission of this project: <>D

1. To increase the local capacity of local educational agencies, intermediate units, and community agencies

to deliver effective consultation and appropriate technical assistance in a timely manner to children who are
deafblind.

The purpose of this goal included the timely and accurate identification of children who are deafblind,
including those at-risk for deafblindness. The number of children identified as deafblind has been
commensurate with expected numbers, based on the population of PA children. Accuracy in identification
has also increased over the four years, as a result of efforts to ensure that assessment of vision and hearing

is done in a timely manner. Identification of children who are deafblind has impacted on the delivery of
effective practices.

IL To create a systematic approach for the level and equality of parent involvement in planning and
developing coordinated, comprehensive and longitudinal service plans for their child to include: early
identification, appropriate educational program, transition, assistance with competitive or supported

employment, assistance with residential options for independent living, and placement of their child in the
least restrictive environment.

The intended outcome of this goal focused on increasing the participation of famity members in the
development of plans for their children. This goal was accomplished with a variety of training strategies,
provision of information, and parent-to-parent support. Asa result of the Project activities, families have
increased their impact on the education and support of their children.

IIL. To ensure ongoing coordination of services among the Pennsylvania Department of Education, the
Pennsylvania Department of Public Welfare (the state’s lead agency under Part H of IDEA), and other state
and national agencies responsible for providing services to children with deafblindness.

As intended. Project activities were conducted in partnership. As a component of the Instructional Support
System of Pennsylvania, the Project has enriched our services by utilizing other resources. In turn, the

Project provided important information and awareness of the educational needs of children who are
deafblind.

IV. To increase the utilization of effective and age-appropriate practices that will promote the integration
of children with deafblindness with children with other disabilities and without disabilities.

As intended. the outcome of this goal is an increase in the number of Ciiiidren bein escrved inthe leagt

e,
t= ¢

restrictive educational setting, and an increase in participation in school community activities.

V. To evaluate the activities of the project in order to increase accuracy of meeting needs of children who
are deafblind and their families and to insure ongoing quality of service provision.

The project conducted continual evaluation of project activities and the needs of children who are deafblind and

thel.r families. Extensive evaluation of the needs of educators and service providers was also integrated with
project evaluation.
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Key activities to meet our goals:

»  Child count
> Joint planning and delivery of training

% Preservice, inservice, workshop, and guided practice activities to promote inclusion of children who are
deafblind ’

Data collection regarding satisfaction and impact of project activities; ongoing needs

Key strategies related to these activities

»  Accurate and early identification of children who are deafblind

»  Collaborative, interagency, multilevel technical assistance

»  Varied methods of delivery of technical assistance and training, includiﬁg follow along activities.

» Ongoing monitoring of the efficacy of the project, utilizing data to adapt for current and future needs.
Conclusion

A comprehensive approach has allowed us to meet ongoing needs of those we serve. while enhancing the
ability of agencies and schools to cultivate their own resources. Primary roles and responsibilities of
Project staff are to provide support. information. and training on specific educational strategies to ensure
success of children who are deafblind. Only through partnerships can we provide for effective educational
programming for children who are deafblind.

“The Project has touched the hands of my husband and
myself, giving us the power of information to touch our
son and his teachers, thereby giving him the tools to one
day reach out and touch the world in his own special
way.”- from a parent

p—
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The Commonwealth of Pennsylvania is a large and diverse state consisting of 501 school districts, 29
intermediate units (regional education service agencies providing services to Commonwealth schools and
communities) and 45 county-based Mental Health/Mental Retardation programs and other community
agencies.

With 474 children in Pennsylvania currently identified as deafblind, the Project has significant
responsibilities to insure appropriate services are provided to these children and their families.
Pennsylvania is ranked fifth in the number of children identified as being deafblind on the census, as well
as population.

Table 1: Number of Children in Pennsylvania

AL AN 2y TR L L -
Children 1995-96 1996-97 ::::51'1997-98 - | Ranking in U.S.
Total Number 1,786,393 1,803,157 - | 1,814,081
Special Education | 210,443 214,928 222.598
Early Intervention | 15,596 15,585 15.879
Deafblind 521 534 474 Fifth

" Children who are deafblind are found in every region of the Commonwealth, from densely populated urban
areas to sparsely populated rural areas. Recognizing the diversity of Pennsylvania, activities were provided
to enhance the state’s capacity to improve the quality of services provided to children with deafblindness
throughout Pennsylvania. The Instructional Support System of Pennsylvania (ISSP) is the technical
assistance and training branch of the Pennsylvania Department of Education (PDE), Bureau of Special
Education (BSE). Early Intervention and Technical Assistance (EITA), a component of the ISSP, is the
technical assistance and training branch for early intervention for the PA Departments of Public Welfare
(birth to three years), Education (three to five years), and Health (birth to five years).

CHILDREN IDENTIFIED ON DEAFBLIND CENSUS BY COUNTY
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BSE operates three Instructional Support Centers in Pennsylvania-east (EISC), central (CISC) and west
(WISC)-each serving a geographical third of the state. Each center also houses a number of different
projects which have state-wide responsibilities, such as Distance Learning. Each Center’s consultants work
with designated Local Education Agencies (LEA), Intermediate Units (IU) and county programs. Asa
member of the ISSP, the Project therefore has access to numerous early intervention and education
consultants across the state and to partnerships with numerous state, regional and local organizations.

PENNSYLVANHA DEPARTMENT OF EDUCATION
BUREAU OF SPECIAL EDUCATION

Instructional Support System of Pennsylvania
PennTech
Three Regional Centers with Over 75 Consultants
*  Early Intervention Technical Assistance
Local Education Consultants at 29 Intermediate Units

Lancaster —
Lebanon

Intermediate
Umit #13

Pennsylvania Deafblind Project

Fiscal &
administrative
oversight

Throughout the four years of the grant, the PA Deafblind Project had one fulltime education consultant
housed at the Western Instructional Support Center, and one fulltime education consultant housed at the
Central Instructional Support Center. During the last year of the grant, one education consultant was hired
part time in the northeastern part of the state. The Project Director was provided in-kind from the ISSP.

Over the four years of the grant, several parents have been hired for a varying number of hours per month
as family consultants or parent liaisons. One halftime support staff assists the Project and fiscal support
staff have been provided in-kind from the ISSP. The Project has also received countless hours of in-kind
support from ISSP consultants, especially those involved with vision impairment, hearing impairment,
transition-to-adult life and assistive technology. Several times a year, out-of-state consultants were
contracted to provide specific training and technical assistance.

PennTech/Lancaster-Lebanon Intermediate Unit 13 provides fiscal and administrative oversight for the
Pennsylvania Deafblind Project through the Instructional Support System of Pennsylvania.
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To increase the local capacity of Local Education Agencies, Intermediate Units, and Commumty Agedrliclles
to deliver effective consultation and appropriate technical assistance in a timely manner to infants, toddlers,
children, youth and young adults and their families.

The intended outcome of this goal was a comprehensive system of service delivery at the local level, giving
timely access to quality services for children who are deafblind.

This goal was accomplished by:

Continuous data collection and monitoring of the status of children who
are deatblind. _ .
»  Provision of materials about screening and identification of sensory
impairments
>  Generation of single student reports and intermediate unit area
reports based on census data and provided back go the reporting
agencies o
> Sharing information packets about Project services and resources to
families, educators, and service providers of newly identified
children who are deafblind ’
. » Availability of tollfree phone number, voice mail, electronic mail for
Project ’
» Inclusion of the census form and related information on the Project’s
webpage http://www.cisc.k12.pa.us which may be downloaded
| > Idenutying at least one local contact person for each child who is
l deafblind

Planning, implementing and evaluating training and technical assistance activities

> Responding to training and technical assistance requests and developing plans in collaboration with the
Instructional Support System of Pennsylvania and related agencies E

> Building training and technical assistance around the people who are.es

‘ ‘ ssential to lives of children who
are deafblind, guided by their needs and strengths '

> Jointly training early intervention and early childhood service providers on effective practices for
young children who are deafblind

> Frequent consultation, guided practice and on-site visits with child educational teams including family
members and community personnel '

> Emphasizing transdisciplinary teamwork and linking persons back to local supports

> Development and implementation of systematic observation and child-centered action plans

» Co-development and training of IDEA ’97 module I

: Delivering training based on local identified needs regarding effective education practices

Dissemination of materials and information to schools, intermediate units, and service providers

“The education consultant has' ht; ther.. She.
preschool staff and loaned resource materials.to staff and family

decide how to approach the ';th(_)‘l:_._s__'hg has been a great help 'fnv;hélping:i& to focus.” -

d training to the .
can go-to her for advice and
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Challenges and Solutions

When children who are deafblind reach transition points, it may be difficult to track them. This is because
they are sometimes not reported on the deafblind census by the receiving agency, intermediate unit or
school district. The points generally tend to be for those who are moving from early intervention programs
(provided through PA Department of Welfare) to preschool programs, those who reach the local school
district’s age of “beginners”, and those entering high school. Since the children may receive educational
services from a number of state departments, more effective communication among sending and receiving
entities needs to be in place. In the past, the Project was able to work with the statewide child count
reporting systems to locate children who were previously identified but not reported the following year, in
order to follow up locally.

The PA education and -early intervention statewide child count systems have changed. Individual child
information is not longer identifiable at the state level, only locally. Information on the deafblind census is
maintained on a database at the Project and may be easily changed at any time during the year. The Project
now sends out a single page census report per child in the spring and a reminder postcard in the fall to the
identified local point of contact for each child. Once the sending agency knows where child will be
transitioning to or if there are other informational changes, the agency can easily revise the report and
forward to the Project. In addition, the Project provides agencies, programs, intermediate units and school
districts with a local group report to assist them in keeping track of all those identified within their region.
An added bonus is that it allows the Project to discuss the local impact of this low incidence population on
their staff and staff development.

With the large numbers of children who are deafblind in PA, the Project relies on local educators and
service providers to provide accurate identification of children by determining their eligibility and
completing accurate census forms. Nearly 30% of the initial census forms are returned with inaccurate or
incomplete data or with inconclusive hearing and/or vision assessments
e —  —  — "
Level of Hearing Impairment/Deafness

Tested — Results Non-conclusive 53
Further Testing Needed 42

Level of Vision Impairment/Blindness

Tested — Results Non-conclusive 20
Further Testing Needed 31

Some of this is due to the fact that each child’s census form may be completed by a different professional,
for example, a classroom teacher, a vision consultant, a supervisor of special education, or a preschool

director: There is o S@Ewitie poicy-vuriocal-discrction-abeut-whedicta comnlete the information or is__

designated as the local contact person. In turn, this leads to the need for the Project to provide information
and technical assistance regarding eligibility and accuracy to a variety of persons.




A]though PA reports the census mformatron once a year to the Umted States Department of Educatron the
Project continuously updates census records. Additional information, strategies and resources regarding
functional assessments for vision and hearing were developed. All this was mailed out with each child
count census form or upon request. Project staff made personal contacts and conducted follow up phone
calls to clarify and increase the accuracy of the reported information or to respond to questions. When staff
found themselves answering the same questions repeatedly, a question and answer sheet was developed and
distributed.

In addition, technical assistance and training was provided in collaboration with
Instructional Support System of Pennsylvania consultants at regional meetings of
supervisors of consultants with early intervention, blind/visually impaired, deaf/hard
of hearing, and service coordinators. Information on the Project and the census was
included in statewide mailings to Instructional Support System of PA consultants and
all administrators of county programs, intermediate units and school districts. The
Project coordinated with the Instructional Support System of Pennsylvania to update
joint mailing lists and resource directories. Staff presented at statewide, national and
international conferences.

The Project added a PA Page to the federal census form annually, using an optional
questionnaire. In order to help the Project identify specific needs, questions were
focused on a different topic each year, such as communication modes used by
children and staff, behavioral concerns, assistive technology, socialization, and inclusion opportunities.
Always, there is space for the local contacts to list other technical assistance requests which are then
followed up on an individual basis by Project staff.

Primarily focused on the staff at the local education agencies, school districts and county programs, some
of the Project materials such as workshop brochures or information updates included educational jargon
and systemic concerns, rather than being personalized or “user friendly.” Related to this issue are the
difficulties for schools to find substitutes and for parents to find child care so that they may attend large
statewide or regional conferences which may be far from home and last one or several days. With the large
number of children who are deafblind, along with their education teams and families, it can be difficult for
Project staff to be involved on an individual or more personalized level.

The Project has shifted its focus for technical assistance from large state and regional trainings to more
individualized support as defined through locally developed action and technical assistance plans. Staff
coordinated resource sharing among relevant agencies to make an extensive lending library of materials
and assistive technology equipment available at no cost to PA families and educators.

In collaboration with parents, especially those on the Advisory
Council, the Project developed and distributed “family — R
friendly” flyers about Project services. The Information

Update became more invitational by considering the / “Thanks for sending my daughter )
“one child/one family/one teacher™ approach. a birthday card. She is doing fine.
Information Sheets were collaboratively developed with _ Here is a photo for the Project’s
children and family members to tell a “first-person” story. album.”

Birthday cards were sent out to each child during the month
of the birthday.
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For more individualized support, the Project began small study groups held via conference calls.

“ We don't always talk about the assigned reading but what is going on in our lives

with our child who is deafblind. This is as important as what we are learning through
the readings.”

To cut down on the need for substitutes, child care or travel, the Project provided phone cards for the
family liaison to make parent-to-parent phone calls. Quarterly meetings of the Advisory Council and state
transition teams were held via local videoconference links or conference telephone calls.

Implications for Policy, Practice, and Research

For families and children to have access to and receive quality services in a timely manner
requires a statewide comprehensive systemic plan, balanced with increased local capacity
to serve one child/one family/one team appropriately. Because PA has a statewide
improvement grant for partnerships and collaborates through the Instructional Support
System of Pennsylvania to serve all children with special needs, care must be taken to
continually address the needs of the population of children who are deafblind, their families
and service providers across the systems. While PA maintains an accurate count of these
children through the deafblind census, there is not always the same recognition to the category of
deafblindness on the statewide special education child count. This in turn affects the provision of
specific staff development and family involvement activities relevant to deafblind issues and concerns.

BESTCOPY AVAILABLE
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To create a systematic approach for the level and equality of parent involvement in planning and
developing coordinated, comprehensive, and longitudinal service plans for their child to include: early
identification, appropriate educational program, transition, assistance with competent or supported
employment, assistance with residential options for independent living and placement of their child in the
least restrictive environment.

This goal was implemented to ensure that parents and families are actively involved in their child’s IFSP
and IEP development and implementation process. Project consultants and family liaisons accomplished
this goal by providing statewide mechanisms, balanced with individual and local mechanisms, in order to
systematically involve families.

The Project trained and compensated three parents of children who are deafblind to work a number of hours
per month for the Project as family liaisons. In addition, parents were either regular members or ad hoc
members of the Advisory Council for the Deafblind and the Community and State Transition Team
Partnerships for Children Who Are Deafblind.
Family liaisons have provided parent-to-parent support by contacting parents of newly identified
children and keep in touch with parents related to specific topics. They act as liaisons between the
Project and local or regional concerns and issues.

Family Consultants have co-planned and co-presented training especially at regional and statewide
fz}mxly learning days and weekends. They make phone calls several weeks after a major activity to
discuss the continued impact on the family from the information learned at the activity.

A number of parents and students have offered their personal perspectives through first person
stories on assistive technology, communication strategies, and surfing the web.

%31 950008

“The Project’s benefits are not always clear to a new family. Sometimes listening to another
parent sharing their experiences, as well as explaining about the technical assistance provided to
them by the Project makes all the difference in their understanding. At the urging of a Family
Consultant, several new families attended regional day events sponsored by the Project. Parent -
to- parent support is a unique component that is provided by the Project.”

The Project supported families’ involvement in educational planning through team-based technical
assistance. The Project’s model was family focused, person-centered, and based on the outcomes of
effective educational practices and community membership.

Parents were involved in development of IFSP and IEP plans via consultation with Project staff
before the IFSP and IEP meetings to
discuss specially designed instruction,
integrated goals, future directions,
communication, and adaptations and
modifications.

Families were given access to training
opportunities related to most effective
practices in deafblind education through
regional Family Learning Days, state-wide

FRic BESTCOPY AVAILABLE | .
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Family Learning Weekends, Summer Institutes and all inservice activities offered by the Project,
including those offered as teleconferences. For a period of time, the Project held regularly
scheduled conference calls with the regional vice-presidents of the PA Parents for Deafblind
Group. Time was scheduled on Learning Retreat Weekends for Parents PA for Deafblind Group to
meet.

Parents have the availability of family-to-family support and participant lists from workshops they
have attended. Since the Project had parental permission to contact the majority of families,
regular access to information was frequently provided through Information Updates and
Information Sheets, targeted mailings, web page information, and materials from an extensive
lending library. Updates include information on disability-related support groups, web-sites,
conferences and workshops.

Study groups have been in place for the last two years. Coordinated by a family liaison and
educator, the study groups were held monthly via conference calls on specific topics or books,
such as Hand in Hand. At family learning
weekends or through first person stories,
parents shared the impact on their child
and other family members of what they
learned through the study groups.

“Tiis snidy

dsatean
to the tahle
[N 728

gr'o“u']-')_' ‘Iilit_'zs helped me apply the information
learned to'my child's IEP. I am better able to participate
‘a team member because of the knowledge that I bring

Parents are so happy for the information. It is so nice to have Jamilies call with good news,
say how pleased they are with the information and technical assistance, versus hearing from
them only when they have challenges. “ - from Advisory Council member.

Family Learning Weekends and Days

The statewide weekends were held annually in a central location at minimal cost to families. Activities
were set up for all the children, along with specific sibling sessions, parent only sessions and family
sessions. A notebook was provided to each family with all the session information, child care schedules,
networking contact list, Project information and feedback sheets. Booklets written by or about the children
were published and distributed at each weekend.

Regional Learning Days were held in the western and eastern parts of the state
each year, primarily for those families unable to attend the annual weekend
although any family was welcomed. Families were asked to invite any of their
child’s team members to join them. The themes complemented or provided
additional training to the annual learning weekends.

BEST COPY AVAILABLE
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“Dreamcatchers”

a variety of models such as MAPS and PATH. They had the
opportunity to share their dreams and nightmares ina

, comfortable atmosphere. One of the speakers was a parent with a
child who had been through the process. Participants were given the opportunity to
try the process and to discuss how to integrate this information into their child's
IEP/IFSP and CER process.

“Making Connections: Hand in Hand in Hand"

The theme was identifying and linking into local community , \
resources and accessing natural supports. Families decided
what was important to them to support their child as an O

individual and themselves as a family. They learned how
to find and contact community resources and how to
share relevant information about their child to
community members.

“Diversity: Colors of the Rainbow"

The theme was diversity of communication, interaction, mobility, behavior, and
preferences. All the different ways that children with deafblindness move,
communicate, socialize, behave, and play were explored. Families discussed how to
share what they learned with extended family and IFSP/IEP team members.

AND “Together We're Better: Learning Through Play and

74 {l
QN Humor”

Y The theme was leisure and fun. Families were given ideas of how to
reduce stress and to share the work of having a child with
deafblindness. They learned more ways to have fun as a family and
include their child with deafblindness more easily in family activities.

The theme was person-centered planning. Families were taught

Challenges:

One of the initial challenges of the learning weekends was that the Project ran such separate activities for
parents and children that neither group understood what the other was learning or experiencing. Activities
were planned like a typical educator conference with one-to-three hour sessions and 15 minute breaks, an
hour for meals. Many of our families had never met an adult with deafblindness.

Solutions:

Now we plan time for the information from the sibling sessions to be shared with parents. We offer parallel

activities so each group has the opportunity to do something similar. For example, we had assistive
technology equipment set up and demonstrated by students and educators. During the morning, the
children tried the equipment. Siblings had a chance to touch and experiment with assistive technology
equipment that their brother or sister may use. In the afternoon, the parents tried the equipment. The

evening activity allowed time for the whole family to show off and share with each other what they learned

to do.

16
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support so that families can effectively interact and share what they have learned with others
~also must be embedued-inaiiTrojecactvines—Sentinual-assessment.of ways to build.

Based on feedback from parents, we changed our schedule to be more “family — friendly” with longer
break and mealtimes. Parents are on the planning committee with Project staff . Time is planned in the
schedule for parents to go see what their children are doing in the activities.

Several adults with deafblindness were invited to join
families and staff for discussions with families at the
weekend. Also, the Project had two consumers on the
Advisory Council.

Guided practice and sharing experiences with families
are important enough to schedule designated time during
the weekend. The informal discussions among families
and staff during the weekends were as valuable as the
planned sessions.

Learning Awards

Learning Awards have been a means for the Project to provide additional
training and support to families and extend Project resources. We sponsored
the participation of parents in several national conferences and courses, as well

/\os purchased materials for Ther9/\

Cornel.a Delange/ Na'h nal Conference 1 parent :
eafblindness 4 parents l
2 parents, 1 child |

8 parents

3 parents, 8 educators
4 parenits, 1 sibling

1 family
12 parents
d 12 parents, 3 educators
Creofmg Colla . _ 8 parents ‘
"Special Chlldr‘ |lenged Parents" 27 parents i
! " |

Implications for gﬂ , Practice,.and Research N

Families must be involved in all aspects of the Project as “touchstones.” Information and

family capacity can be accomplished through a variety of strategies, mcludmg parent-to-
parent contact. It is important to continue to hold national level workshops for parents and
families to interact and learn together while connecting those families back to their state
resources. Bringing together adults with deafblindness together with families of younger children
with deafblindness will build mechanisms for supporting and mentoring families.

17 BESTCOPY AVAILABLE 18
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To ensure ongoing coordination of services among the Pennsylvania Department of Education, the
Pennsylvania Department of Public Welfare (the state’s lead agency under Part H of IDEA), and other state
and national agencies responsible for providing services to children with deafblindness

This goal was achieved across Project activities to increase the impact and quality of services for children
who are deafblind.

This goal was accomplished by:
» Establishment and maintenance of an Advisory Council with membership from many stakeholder
groups (e.g., families, consumers, school administrators, adult agency representatives, and early
intervention representatives).

» Membership and contributions of Project personnel to many other
initiatives and collaborative efforts

Project personnel have assisted in planning and presenting at the
annual meeting of National Project Directors’ of State and
Multistate Projects, have presented at state and national
workshops conferences and many local workshops.

Project personnel were members of several statewide projects
(e.g., Positive Behavior Support, Quarterly Institutes on Literacy
for Low Incidence/Sensory Impairments, Alternate Assessment Committee).

The Project has contributed to the development of many materials and resources, which are used
in state and local training and technical assistance. This has allowed us to increase the awareness
of the needs of children who are deafblind, and to impact on the quality of educational
programming for those children.

“The college recognizes and respects the efforts made thus far by you and members of vour
organization to improve services for the target populations.™ -from an assistant dean of the PA
College of Optometry

Selected examples of materials and resources developed jointly with colleagues, and
which have included a focus on children who are deafblind:

“When Hearing Loss and Retinitis Pigmentosa Occur Together: Meeting Educational Needs”
(Teleconference 2/95)

“What Are All These Adults Doing in My Classroom?” (Teleconference 11/96)

IDEA’97 Training Notebook and Resources (Fall 1997)

First Glance Newsletter “How Pennsylvania Is Addressing the Educational Needs of Students with
Sensory Impairments/Low Incidence” (7/98)

“Did You Know: Low Incidence Disabilities Fact Sheet” (7/98)

Quarterly Institutes on Literacy for Low Incidence/Sensory Impairments (1998-1999)

o BESTCOPY AVAILAB 9
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MATERIALS DEVELOPED

Information Sheets .
Behavior Issues in Children With Multiple and Sensory Impairments
Considerations in IEP Development for Children Who Are Deafblind

It Begins With Communication

Letter From Janna

Preferred Activities and Motivators

Questions and Answers About the Pennsylvania Deafblind Project:

e For families

e For educators -

¢ Questions and Answers about the Pennsylvania State and Community
Transition Team Partnership for Individuals Who Are Deafblind
Questions and Answers About the Deafblind Census of Pennsylvania
A Story About Alex

A Story About Zenola

Surfing the Web

Tips for Students With Usher's Syndrome

If You Need an Evaluation of a Student's Vision . . .

If You Need an Evaluation of a Student's Hearing . ..

Fact Sheet: PA Deafblind Project

“Family Friendly” brochure

Strategies For Successful Participation in Community Activities
Connections I'd Like to Make (April 1997 FLW) children's bookiet
Request for Resources

Here are Some Good Ideas We Caught . ..

| Dream | Want to Catch (June 1996) children's booklet

Welcome packets to “new" families on census

Children of the Rainbow Stories (June 1998 children's bookiet)
Together We're Better Stories: Learning Through Play and Humor (June
1999 children's booklet)

® ©® © © o o

® © © & O @ 6 © © © © © ©® © © © o

INFORMATION UPDATE

Issue 1, Spring 1996

Issue 2, Summer 1996
Issue 3, Fall 1996

Issue 4, Spring 1997

Issue 5, Summer-Fall 1997
Issue 6. Winter 1997

Issue 7, Fall 1998

Issue 8, Spring 1999

Issue 9, Fall 1999

® ® 06 © © © e o ¢

Provision of information and resource materials related to the unique educational needs of children
who are deafblind

A resource database lists materials, which are available Jor loan to families, educators, and
service providers.Information Updates and Fact Sheets are distributed on a quarterly basis.
Brochures and information about other relevant training opportunities and resources are
forwarded on a frequent basis.
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TECHNICAL ASSISTANCE AND
TRAINING ACTIVITIES

Pennsylvania Deafblind Project
Grant Period: 1995 to 1999

INFORMATION MATERIALS DEVELOPED
AND/OR DISSEMINATED

O Professionals
8 Paraeducators
0 Family Members

INSERVICE PRESENTATIONS OR WORKSHOPS

881

308 O Professionals
M Paraeducators
O Family Members

3,507

STUDENT TEAM ASSISTANCE: ONSITE VISIT
AND/OR CONSULTATION

317

1,118 O Professionals
W Paraeducators
QO Family Members

1,099

TOTALS

1,566
4,696 8 Information Developed

and/or disseminated

M Inservice Presentations or
Workshops

B Onsite Visits and/or

29,090 Consultations

A
O
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FACILITATION OF ON-SITE TECHNICAL ASSISTANCE USING A
TRANDISCIPLINARY APPROACH

“Bi-monthly meetings were scheduled between (the Project), the child’s legal guardians, and the
entire educational team. This included the special education teacher, the teacher for the deaf. an
occupational therapist, nurses, a physical therapist, a specch therapist and iivself. I
advising us, you provided resources and individual instruction. As the child began 1o’
skills, you guided the team towards the next stage Qf'p_rogran‘uying:h o

I am proud 10 say that within two vears, the child progressed from-having ’I%liﬂ(h’(: tioial ~ "
communication skills to a receptive vocabulary of approximately 20 signs. As I transitioned her
to a school age program, I was delighted to observe the development of her expressive use of
language. The changes in this child’s performance o L :
were remarkable at both school and home. In addition
to communication skills, she was gaining cognitive
skills. orientation and mobility skills and social and
play skills.

The partnership developed between the team, the
child’s guardians and the Deafblind Project was
essential 10 the successes this child obtained. [ believe
that everyone involved in this child’s education and
care obtained knowledge and skills that could- ansfer
to another child.” - from a teacher of the visiially -

impaired/orientation and mobi ity

... This project has been very instrumental in facilitating a relationship betwveen
families and educators. These efforts have improved the effectiveness of services and
supports for individuals in our district who are deafblind.” - from an acting
supervisor of special education

ST TR ™

Facilitation of onsite technical assistance using a
transdisciplinary approach

The Project collaborated with the Commonwealt.h’s garly inte.rventlon
technical assistance organization to plan and deliver mforrr}atnon and
training to service providers and families of very young children Yvho are
deafblind. State-wide, regional, and local workshops were provnded..
On-site assistance was conducted, and was coordinated with .local service
providers. Frequent on-site visits to schools and homes provided technical
assistance and training to child specific teams, classrooms and schools,
“AgENCics and [amiiies.

JThe Project continued to support a state and local interagency partnership

model for transition teams of youth who are deafblind. With the support of two national prod.ectsR arch
(Technical Assistance Center from the Helen Keller National Center: HKN(;-TAC, and Te;tc ing esz vl
Assistance to Children Experiencing Sensory Impairment: TRACES) a multilevel approac ftt:)l .lrgpr?vss_
transition to adult life resulted in the intensive support of several young pepple who.are dea ; in ,l :c:)ease
training with colleagues, communication links with state level policy-making committees, and an

in awareness and resources for the transition process.

BESTCOPY AVAILABLE 22
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"It is hard to believe that 20 years have paSSed smce our daughfe _J'anna was fnrsf
diagnosed with a degenerative disease of her cenfr‘al nervous system. At the time we
thought only her sight was going to be affecfed a-difficult adJusfrnem‘ alone. But in a few
short years her hearing followed by her ability to walk also was lost. In those first years
when the adjustments are so difficult we felt so abandoned: a diagnosis was given and then
we were sent home. No counsel, no direction, no hope.

I remember when we finally linked up with what is now the Pennsylvania Deafblind project
I was so happy to find a support line and was thrilled to learn there were groups nation wide
and meetings that I was invited to attend and learn. The very first one I went to had

| speakers and presentations on ‘transition’. Transition needs seemed so very far away--I

With hindsight I see that every experience and change involves a transition of some form o

other and wish now I had paid closer attention.

Fortunately, our link to the Deafblind Project educated us on transition needs as the years

rolled by and a transition 'team’ was put together for Janna early in her high school years. ..

The team met regularly and was a great instrument for making sure relevant issues were

always in the forefront. Having a person from the Deafblind Project on the team was a plus.
Often there would be differences of opinion and of focus between family, school and

agencies but the representative from the Deafblind Project was able to act as a neutr‘al

party and direct a more effective blending of ideas"-from a parent. ;5;

. wanted help for my present circumstances and so tuned out much of what was being said. +
r
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Pennsylvania State and Local Transition
Team Partnerships

Highlights

¥ Mostvaluable components of the: process.
regularly scheduled meetings (nut and bolts)
with an effective and.timely action plan format,
longitudinal relationships among team members
earlier transition-planning
guidance from the family and.student:

networking with-other local teams in state ( use of videoconferencing in large state to
make:those connections):

person-centered planning;

- Attending college:
Living.in-home: with-peers .
Use:of access technology skills gained.

. Growthof supportive.local community agencies
Advocacy grant for deafblind
Well-established.teams.who use the process well.

Ongoing  concerns and challenges
Availability of adult services, especially for multlhandlcapped
Early involvement from community agencies

Keeping informal supports in place with distance issues (friendships near school & not near home
local gathering sites)

. Keeping parents involved at the level needed (may need to become assertive. become leaders):
Dealing with mental health issues

‘Overall SuCCess

o Cohesive teams that have learned to listen to the consumer and involve
them directly in the decision-making.

o Promotion of transition as necessary process that needs to happen rather
than an event.

) 24
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Challenges and Solutions

Coordination of staff development plans continues to be a challenge:. Staff
development must address changes in laws, regulations, and effectiv? /\\
practices. For example, the 1997 reauthorization of IDEA was a topic
requiring staff development. Out of IDEA have come changes in
statewide assessment practices and in special considerations regarding
assessment and educational programming for children who are
deafblind. All of these changes require substantial time to plan and
implement. Team members for a child who is deafblind may come

from several different entities, and also may serve several different
school districts or agencies. Frequently, there is a lack of coordination
for inservice days among these team members, resulting in uneven or
inefficient inservice schedules.

Also, there are specific teachers of the deaf or hard of hearing, and there are specific teachers for children
with visual impairments. However, for children who are deafblind, there is not a stable cadre of teachers
who serve children who are deafblind. Instead, children who are deafblind are educated in varied
educational placements.

Itinerant teachers of children who are deaf/hard of hearing or visually impaired will continue to serve
children who are deafblind. A solution is to ensure that these teachers assume more of a leadership role in
assessing the child and developing the educational program. As children are included in their
neighborhood schools, itinerant teachers are becoming more knowledgeable and skilled in supporting
children who are deafblind. This also must be addressed at the preservice level with institutes of higher
education. The Project initiated the use of student volunteers from special education, vision, and interpreter
training programs at the 1999 Annual Family Learning Weekend, and had collaborated with various
colleges and universities to provide continuing education and graduate credits.

T b

Bruce ig a teacher of the visually impaired ir riral Pennsylvania. ‘He ‘ﬁ%endzf;d;é{&r'e; "
workshop that was carefully planned in conjuhcfi'oyh with the LOCGIIIIﬁt&dgéncy Coordinating
Council for early intervention service providers. Project staff also accompanied him on a
home visit to a young child's home. He appreciated the efforts of the Project in
"piggybacking” on services and people in the region, and accompanying him on a home visit

was a great service to him and his colleagues. - from an impact survey

An effective strategy has been to examine new and upcoming needs for staff dévelobment, develop a long-
term plan for training, and present it to administrators. For example, reauthorization of IEA requires us to
examine the need for braille through the assessment and IEP process, and literacy is a local and national
concern. Therefore, we collaborated with other efforts to support effective practice for students with low
incidence/sensory impairments. The result was a year long plan of quarterly institutes on literacy, with
specific topics for sensory’ impairment, such as learning media assessment. The plan was presented to
administrators, who were asked to make a commitment of staff time and resources. Teachers attended the
quarterly institutes, developed action plans to implement newly learned skills, and shared the information
with their administrators through evaluation of action plans. This partnership was very effective in
ensuring that newly learned skills could be applied to children who are deafblind. %Z
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The process for an effective transition to adult life brings many new
experiences and challenges. While common to all teams, it is especially
difficult to bring teams together when members come from different systems
or organizations, such as adult service agencies and schools. Local resources
may be limited due to a lack of exposure to the low incidence and
heterogeneous nature of the deafblind population. A survey of families with
children of transition age revealed that many were unfamiliar with the
terminology and critical components of the transition process.

A consistent team process for conducting meetings, regularly scheduled
meetings, self-evaluation of teams (e.g., “what are we learning”), a person
centered planning approach, and a multilevel approach to evaluation of
effectiveness all contributed to the success of the teams that supported young
people in the transition process. We must educate families about the
transition process, and begin very early to focus on the development of self-
determination skills in children who are deafblind.

-
..My son’s educational team has gained incredible W/\>
knowledge from the project as well. Various training
seminars and educational resources have helped to keep the
team fresh with ideas and motivated to continue teaching my
son..” - from a parent

<O “...We often call upon the expertise of the Deafblind Project to further help parents. The
Deafblind Project is certainly a valuable resource to families in Pennsylvania.” - from a <<>>
parent education coordinator of a parent training and information center

B T

“I have seen firsthand the many benefits that
vour program has brought to families, county
early intervention programs and providers in the
Central Region. For one family in particular,
your staff spent countless hours mobilizing
resources from throughout the State to ensure
that a child who is deaf and blind and his family
received state-of-the-art community resources to
address their needs. After services were in place | &% \ S
for the family, your staff followed up with _— AR s’ kA
——t7ainings oTCoNy case managément staff and | W m
local providers.” - from a regional early
intervention coordinator

“All in all the Deafblind Project was the only way parents like ourselves could get ‘J\>>
the knawledge support and contacts to raz.se a dual sensory zmpatred cluld

R A - RS - 4)
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“...I contacted the Deafblind Project to ask about effective teaching practices and to get any hints they
could give me. The amount of information-and support I.have received has been absolutely
wonderful! They lent me videotapes about deafblindness which I shared with our entire team as well
as with the parents of these two students. The Deafblind Project also gave me tests which were
specificallv geared towards students with dual sensory impairments, as well as many very helpful and
informative handouts. As the staff and I digested this information, we were able to call the Project
with questions about what we were learning. A consultant has been to our preschool several times to
answer questions about specific students as well as to present an inservice training to the staff.”

- from a special education reacher -

Implications for Policy, Practice, and Research

Efforts to enhance state and local capacity to educate all students must also address children
who are deafblind. Because the Commonwealth has made extensive strides in this direction,
we have seen a benefit to children who are deafblind. We have made a good beginning, but
intensive support is needed to ensure success. Training and technical assistance must be
approached from at least these levels: child and family, classroom, school/school district or
agency, local resources, and state level. Cross-training and co-training with other state and
regional education consultants is necessary to promote awareness and information about children
who are deafblind, and also ensure that Project personnel are knowledgeable about current practice.
Partnerships with institutes of higher education will increase the skills and knowledge of future educators
and service providers.

BESTCOPY AVAILABLE
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To increase the utilization of effective and age-appropriate practices that will promote the integration of
children with deafblindness with children with other disabilities and without disabilities

The focus of this goal was accomplished as children increased participation in school and community
activities, and in membership in neighborhood schools.

“..The Project is dedicated to enhancing local capacity...Our elementary school has never
included a child with deafblindness before. Thanks to the assistance given by (the project), our
son is included full-time in his neighborhood kindergarten classroom. For the first time in five
years, Alex is not being bussed an hour away from home.” - from a parent

Information about resources and training opportunities related to this goal was included in the
Commonwealth’s Comprehensive System of Personnel Development Plan.

Support to families, educators, and service providers was provided in a variety of ways. Direct application
of information was facilitated through mentoring in study groups, on-site and telephone consultation, and
follow up from workshop activities. Workshops included case
studies and action plan formats. *Current effective practice was a
foundation of training content. Hor example, a five-day summer
institute was based- on effective ﬂractices; these practices were
generated from a national workshop for which a Project staff member
attended as well as families fpomgPA.

Partnering with team members al}pwed integration of services into the
child’s routines and environments. Person centered planning ensured
that family and child priorities were addressed through the written
educational plan. These practices assured the feasibility and
implementation of recommendations

!

State wide training in learning media assessment also included
information on strategies to 1dentify the optimal learning modes of
children who are deafblind.

“Owr son's transition into our local school system went extremely well. due to the expertise D
provided by the project.” - from parents of a 16 yvear old son

Challenges and Solution

Children who are deafblind have complex educational needs. Schools and agencies
may not have had prior experience in including these children.

Supporting team members through individualized technical assistance, and using a
variety of training formats is necessary. Broadening technical assistance to meet
school, school district, and agency needs provides benefits to many children,
families, and personnel. Identifying local resources, and utilizing those resources

during technical assistance activities also assists efforts to enhance local capacity.

ooooocooooooooooooooooooooooooooooooooooooooooooooo
o oo
. g00 000,
%o
%o
o

° “After services were in place for the family, vour staff followed up with rrainings for county case
o management staff and local providers.” - from an early intervention services coordinator
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“The project has helped me to obtain information on the characteristics and teaching strategies
and techniques to use with deafblind children.” - from an early intervention teacher

. [hev have been instrumental in support of collaborative teaming and the necessary
protessional development to increase the skills of service providers.” -from a vision support
teacher

Implications for Policy, Practice, and Research

Local school districts and agencies must have access to expertise for including children who

are deafblind. Stronger partnerships at a local level will result in joint investment for the
success of inclusion.
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To evaluate the activities of the Project in order to increase accuracy
of meeting needs of children who are deafblind and their families

and to insure ongoing quality of service provision

This goal was achieved across activities in order to ensure that we
maintained a connection with both current and future needs.

Team action plans served as ongoing monitoring instruments to
review needs and technical assistance.

Review of data from the child count was conducted, as a reflection of technical assistance and information
on early and accurate identification of children who are deafblind.

An increase in the number and participation of families in planning and delivering technical assistance was
an integral component of the Project. We began with family volunteers who were available to talk with
other families and to assist at workshops, and with family members as Advisory Council Members. Over
the four years of the grant, we increased the number of family liaisons as well as their responsibilities (and
contributions) to those served by the project.

" I am able to give parent to parent support, as well as facilitate study groups to address ]
deafblind education.” - from a family liaison

After each major project activities, participants were telephoned by Project staff or family liaisons to
inquire about the usefulness of the activity, and the potential need for further support. Technical
assistance was provided as a result of the surveys, and the surveys functioned as a needs assessment to help
in planning future activities.

“As a result of this training, | have changed my approach towards working with
Sfamilies. Instead of trving to " change'’ families, I am trying to incorporate what I do
into their lifestyles.”

—————— e— PE———

* I realized how important it is to start transition early. I thought of ways to relate transition to my
curriculum. I thought of people I could use as resources. It empowered me to know what to do.”

Advisory Council members, colleagues, and families reviewed Project materials, goals, and activities,
helping to refine their usefulness and applicability. In the third year of the Project, Council members
developed a comprehensive plan to ensure that desired outcomes occurred in the final year, and were also
addressed in the next grant proposal.
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A federal site visit in 1996 commended the Project for its efforts in reaching goals. A review by the federal
project officer of the 1998-1998 performance report indicated * excellent progress of the project for
children with deafblindness.”

“The very nature of the PA Deafblind Project is colluboration. Planning in response to
service priorities, as well as more individualized technical assistance needs, occurs in a
variety including collaboration with the family liaisons, and/or within and across
related ISSP/IU supports. The close linkages of the project to the structure of the ISSP
and its complement of technical assistance providers in the area of assistive technology,
hearing impairment and visual impairment often lead 1o a team response to these
requests.”

Challenges and Solutions

A considerable amount of time is required for data collection. Incorporating data collection into the
timetable of activities, and listening to the perspectives of families, educators, and service providers yielded
rich evaluative information. Data from the child count helped to drive Project activities. Utilizing family
liaisons for telephone surveys on the impact of project activities provided us with an honest appraisal of
efficacy, as well as information for a needs assessment process.

Implications for Policy, Practice, and Research

Multiple levels of evaluation are needed to evaluate project efficacy. Both formative and
summative data must be collected to ensure maximum impact on children who are
deafblind.
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Educatlon, Office of Special Education Programs

1. Support state efforts to provide a seamless system of service delivery for children

who are deafblind

In order to maximize resources and to minimize disruptions in the lives of families and children,-sgrvice ‘—-—
delivery must have continuity. States with existing models of seamless service delivery could be W
address successful service delivery for children who are deafblind, and other states might approach

through state improvement grants or other opportunities.

2. Continue to place priorities on enhancing state and local capacity
Conducting this Project within the context of the Instructional Support System of Pennsylvania illustrated
the many benefits of collaboration and partnerships, both at the state and local level.

3. Strengthen partnerships between deafblind projects, and institutes of higher
education

Connections between deafblind projects and institutes of higher education can become even stronger
through joint activities.

4. Increase support and funding to personnel preparation programs

We need more personnel with the skills to serve children who are deafblind. We must also embed this
information in a variety of training programs (e.g., special education, speech-language pathology, physical
therapy, counseling, school psychology, rehabilitation counseling)

5. Continue to emphasize family and consumer involvement

Families and consumers are vital in the planning and implementation of deafblind project activities.
Improvement in the delivery of services for children who are deafblind can only occur with the active
involvement of families and consumers.

6. Set priorities with a focus on self-determination, person centered planning, and
increased participation in home, school and community activities for children who
are deafblind

Effective practices must include these components across all age groups, with replicable examples and
models.

7. Strengthen partnerships between deafblind
projects and the national technical assistance
consortium.

As the purpose of a national consortium includes enhancing state
and national efforts, working papers and reports of replicable
activities could be generated on a periodic (e.g., every six
months) basis.
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Fran Warkomiski

Penn Tech

Flank Drive,Suite 600
Harrisburg,PA 17112

Nasrat Ghattas,MD,M.Div.

%1% E.Willow Grove Ave.
Philadelphia,PA 19118

November 23,1994

Dear Ms Warkomski:

I am writing this letter to support your efforts and plans
for the pennsylvania center of education for the deaf-blind.
As a father of Nada Ghattas a six years old severely multply
handicapped daughter,we had gained valiable support from the
family weekend$ held in the last three years.Both me and
wife enjoyed the seminars and brought important information
home for future use.We also found meeting other families with
deaf-blind children to be very helpful as we exchanged informa-
tion and experiences.

We are looking forward to have more trainig and workshops

to attend.The presence of qualified instructors is of course
vital for conducting traning of bothof us as parents and our

handicapped children.
We sincerely hope thatour staTE WOULD EXPAND ON THOSE PROGRAMS

forthe help of children with special needs and their families.

Yours sincerely,

Nasrat Ghattas
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610 Rembrandt Circle
Irwin, PA 15642
April 14, 1999

United States Department of Education
Office of Special Education

To Whom It May Concern:

I am happy to take this opportunity to express to you how The Pennsylvania
Deafblind Project has supported our family over the past seven years. Our family inciudes
two parents and three children. Our middle child, Alex, was born with deafblindness as a
result of a rare syndrome. The living hasn’t always been easy, but the PA Deafblind
Project has certainly helped to make it manageable. I am listing just a few of the many
ways the Project has impacted our lives:

1.

Our family has been afforded many opportunities to attend trainings that have

given us valuable educational and practical information to apply directly to our
child with deafblindness, as well as share with his teachers on subjects ranging
from communication, PATHs, MAPs, and IEP’s, etc.

Through the Project’s Learning Award, [ was able to attend the National
Deafblind Conference in Washington, D.C. where I witnessed first hand how
successful and independent individuals with deafblindness can be.

At the Project’s Annual Family Learning Retreat all of my children are given
the opportunity to be involved with other families just like our own. My
children without deafblindness realize that they are not alone and have made
lasting friendships with other siblings just like themselves. The Family
Learning Retreat also creates a forum for parents to share, learn and support
each other. It is the highlight of the year for many families.

Most importantly, the Project has provided us technical support. The Project
is dedicated to enhancing local capacity. Juli Baumgarner of The Project has
been instrumental in assisting our family in including our son, Alex, in his local
school district. Our Elementary school had never included a child with
deafblindness before. Thanks to the assistance given by Ms. Baumgarner, our
son is included full-time in his neighborhood kindergarten classroom. For the
first time in five years, Alex is not being bussed an hour away from home.



United States Department of Education
Office of Special Education
April 14, 1999

In two capacities, I am able to give back to the Project, which I do with
pleasure. I sit on the PA Deafblind Advisory Council whereby we assist the
Project to focus on its mission and help accomplish its goals. Also, I am a Family
Consultant. T am able to give parent to parent support, as well as facilitate study
groups to address deafblind education.

My family has gained much through its affiliation with The Project. I ask
that you support the proposal “Hand in Hand in Hand: A Partnership Serving
Families, Educators, and Service Providers of Children and Youth with
Deafblindness.” It certainly is appropriate that the name be changed — The Project
has touched the hands of my husband and myself, giving us the power of
information to touch our son and his teachers, thereby giving him the tools to one
day reach out and touch the world in his own special way. Thank you for your
consideration in funding this grant.

Very truly yours,

Molly Black
(Alex’s Mom)
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April, 13 1999
RE: New Grant 10/99 thru 9/03

- Dr. Fran James Warkomski
6340 Flank Drive, Suite 600
Hamrisburg, PA 17112-2764

Dear Dr. Warkomski,

We are the parents of a 16-yr. old Deafblind child. In past years, through PA Deafblind
Project, we have received pricelcss support for our son John and have greatly benefited
from the parent-networking group. Our son’s transition into our local school System went
extremely well, do to the expertise provided by this project. With the help of Mary Frey’s
intervention, our local educators received an in-depth picture of our son’s disabilities that
peither my wife nor I could ever have accomplished. She included simulation for in
servicing the staff and students, a wealth of other resource availability, as well as the
support our family needed to make this mainstreaming situation as positive and
successful as possible.

Another invaluable aspect of the project was our family reunion weekends. The seminars
were not only extremely educational, but also created an opportunity for all the families
to share each other’s ideas and experiences. The social benefits of the weekends provided
us with the realization that we are not alone in the world of the Deafblind.

As a past vice-president of the Deafblind Parents Association, we were able to continue
with the continuity established on the weekends via monthly conferencing calls. We
would discuss the most recent happenings, what’s coming next or to plan for what’s
going on in our sector. Then we are able to distribute the information to other Deafblind
people or their guardians in our district. All in all the Deafblind Project was the only way
parents like ourselves could get the knowledge, support and contacts to raise a dual
sensory impaired child.

Sincerely,

”

.

John and Ida Holcomb

S N U G A G Eu
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Shari Jarrell
771 Whistle Stop Lane
Quakertown, PA 18951
(215) 536-7906

April 18, 1999

Central Instructional Support Center
Atn: Fran James Warkomski

6340 Flank Drve, Suite 600
Harnsburg, PA 17112-2764

RE: Hand in Hand in Hand
Dear Fran:

I am writing to express my support of the PA Deafblind Project (Hand in
Hand in Hand). My family has had tremendous support and tesources
available to us since our son was identified as being deafblind approximately 6.5
years ago. Without the resources offered by the PA Deafblind Project, my son

i
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i
i
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|
would not be progressing as nicely as he is. . I
i
|
|
i
i
|
|
i
|

My son’s educational team has gained incredible knowledge from the project as
well. Varous traning seminars and educational resources have helped to keep
the tcam fresh with ideas and motivated to continue teaching my son'in 2
manner that 1s compatble for the entire team.

I have found that having a deafblind child is an extrerne challenge in my life.
However, the PA Deafblind Project has allowed for us to learn how to include
him in our everyday activities. I look forward to continue having the expertisc
of the project’s staff available to us in order to provide the suppost and
resources needed for our specml child.

Very truly yours,

b st

Shari Jarcell
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Andrea Y. Johnson
P.0O. Box 5415 ~ Yeadon, PA 19050
Fax 810-623-8541 ~ Home Phone 610-623-8541 ~ Emall techiani @prodigy.net

April 23, 1999

Pennsylvania Deafblind Project
6340 Flank Drive Suite 600
Hamisburg, PA 17112-2764

To Whom it May Concem,

My name is Andrea Johnson. | am the parent of Cejuana Johnson, “C.J.". She will celebrate her 11th
birthday this August. Since the age of two she has been on the deafblind registry’in Pennsylvania. The
services offered by the Deafblind Project have been invaluable to C.J. and our family as well. Educating
a deafblind child requires such unique techniques that without the Deafblind Project many would be in
the dark. The project also help assist our family when after a number of surgeries my daughter was
homebound and required homebound instruction. Juli and Mary gave me some direction when red tape
tied up things. On a personla level the connections made at the family retreats for our family have been
wonderful. To come together with other families living with similar circumstances is to say the least,
heartwarming. The Deafblind Project is much needed to focus on this unique population of individuals.

Sincerely,

Andrea Y. Johnson
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. From: Nelson Family
3850 Green Garden Road
Aliquippa, PA 15001

To Whom It May Concern:

We are writing in support of the Pennsylvania Deaf/Blind Project. Our daughter and family have
received great support throughout these past years from the personnel and programs offered
through the project. In the early years we were involved in family gatherings and conventions that
linked us up with other families and educators who were dealing with similar issues of parenting
and education. We received support in having a member of the project attend IEP's and transition
meetings to give guidance and suggestions in meeting various program and training needs of our
daughter. Members of the project have also been very helpful in procuring assistive devices
needed for communication and education and for services needed for emotional and vocational
support. The struggles would have been longer, harder, and less productive without the
involvement of the Pennsylvania Deaf/Blind Project in our lives .

Sincerely,

Donna and Curtis Nelson
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Mary Frey

Juli Baumgarner

Pennsylvania Deafblind Project
CIsC

6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Dear Mary and Juli

Itis spring and I am trying to catch up on all my mail after being away for a week!
Usually during my week out-of-town, I take an evening to write some letters and notes
to people that I have worked with throughout the year for various reasons. This year
my social calendar was just as full as My work calendar, so no letters got done! .

I have really enjoyed my work thus far with the Dea

I want to thank both of you for being one of tho
for us in working with Daniel. I have learned so
Project about things that I've never even heard

se people that has made a difference

much in working with the Deafblind
of before Daniel came along. Itisa

1
happen next year, and I know that with your help we will be
will work for him! Thank you.

Susan Shaffer
Shippensburg, PA

TOTAL P.B2
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Supporting information: Outcome 2

NOTE: Family and child surnames have been omitted intentionally out of concern for confidentiality.

From a phone interview conducted by a Family Consultant.

Y Doris is the foster mother of two children. One of the foster children is deafblind. Doris
has had a hard time obtaining early intervention services in fier rural, central Pennsylvania
county. She states that she fas been told: “We are a small county, no funding, no

discussion.”

Doris claims that the Project fias been fier only salvation. The Project gave fier the first
information she could finally use regarding how and where to look for services. She states:

“The Project Ras been a godsend---it was the first chance to Rnow what was available for
(her daughter). The Project Aas been a lifesaver.”....

From a phone interview conducted by a Family Consultant.

Y Jean is the mother of Becky. BecKy is four years old, a beautiful ittle girl full of wonder
about the world. She was recently diagnosed as having Refsum's Syndrome. At the 1996
family learning retreat, Jean celebrated the fact that Becky said "Mama' for the first time.

Jean states that the family weekends provide fier a way to meet other families in the same
situation as her own. She appreciates the reliable child care available at the conferences.
She has applied the themes of weekends to fier own life. Last year's conference, “Dreams,”

already Ras helped fer to realize some of the dreams for her daughter, BecKy, by using the
information learned.

From a phone interview conducted by a Family Consultant,

Y Donna’s daughter is nineteen years old. She is being educated in a large urban public

school, and is achieving age-level academic goals.

Donna reported that the Project Ras most recently Relped fier Sfamily with transition goals,
and has been very helpful to fer family. It fias helped fier learn procedures and (aws. It
has been very helpful in learning about purchasing equipment and the services available.
She has since applied that learning to fier child's IEP. Because of the Project, she has an

overall better handle on fier family's situation. The best part of all is Knowing that she is not
alone. ' .

Pennsylvania Deafblind Project - April 15, 1997 - Performance Report
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Supporting information: QOutcome 3

A teacher was interviewed regarding training and technical assistance.

& Bruce Burr is a vision teacher located in rural northwestern Pennsylvania. Bruce
attended an October 1996 workshop, and also received technical assistance through a fiome
visit to a younyg child’s home. The workshop was carefully planned in conjunction with the
Local Interagency Coordinating Council for early intervention, and provided in that
geographical area. ‘Education consultants (and colleagues) from the Instructional Support
System of Pennsylvania planned and provided the training, in collaboration with the
Deafblind Project. A local teacher also assisted, demonstrating local resources.

Bruce described four specific areas during a phone interview in which these activities were
very beneficial:

® 2 big factor mentioned was that the training was offered on a regional basis. It is
difficult for professionals to break away an entire day to attend trainings which will include
early and [ate travel. Because the training was provided locally, his agency was able to
include several preschool teachers in the training. In this way, they could piggyback_ on the
services and people providing those services. He would [ike to see more evaluation
trainings provided in his region.

@ Bruce noted that a great service to fim was the ability to take the trainers to the child's
fome for diagnostic purposes. ‘That was an incredible benefit to the staff.

& Bruce felt at an incredible disadvantage when he was told that the child was coming
into the preschool program. The prior agency fad not felped to plan for the transition to
preschool. He felt that the education consultants from the training assisted the preschool
staff with the basic information needed to get them started in working with this child. What
the consultants taught complemented the preschool program and gave the teachers
information and experience in dealing with children who Rave sensory impairments. The
parents were given the opportunity to be involved also.

& ans finally, fie mentioned that it was a good refresher for him. He had not worked with
a child at a preschool [evel for a long time.

& 7L said to keep doing what we are doing; he appreciates the efforts of the Project.

Pennsylvania Deafblind Project - April 15, 1997 - Performance Report
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Three families were interviewed by a Family Consultant regarding the technical assistance they had
received from the project. The families were asked to relay what way, if any it had impacted their family.

& Technical assistance received was a Family Leaming Award utilized to purchase
computer software to assist the family in learning American Sign Language. -

The childs mother stated the method of applying for the Family Learning Award was easy.
She also appreciated the "quick tum around time” in which she was notified. She stated she
fiad let the ball drop at this point due to fiealth concerns with fier child. The family was
notified there was some difficulty in finding a vendor for the particular software, but it had
in fact been ordered. The family is ‘eagerly awaiting * their shipment.

& Technical assistance received was support at an Individual Education Plan team
meeting.

The family had requested an Education Consultant and a Family Consultant to attend the
first IEP team meeting for their child in a new school setting. The child was the first
deafblind child this school had worked with. Information was shared concerning best
practices for educating this student. Copies of the Hand in Hand curriculum were sent to
both the family and the school staff.

The mother stated she was ‘grateful for the support’. She Rad felt ‘overwhelmed” at the
prospect of attending this meeting on her own. She stated * It maKes my case much easier
when I have printed information for us all to refer to when there is a discussion.”

® Technical assistance received was support for the family regarding transition from
early intervention to school age services.

The family expressed concerns because their school district s LEA admitted they did not
have a great deal of experience working with a deafblind child. Father expressed “People
that hiave no idea what my daughter is all about will be deciding where she goes to school. *
Both the school district and the family fave been provided with the resource material
Assessing the School Age Student with Dual Sensory and Multiple Impairments. The family

feels confident in their knowledge.

Pennsylvania Deafblind Project - April 15, 1997 - Performance Report
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COMMONWEALTH OF PENNSYLVANIA
DEPARTMENT OF PUBL!IC WELFARE

OFFICE OF MENTAL RETARDATION
Central Region
Willow Oak Building, Room 430 .
P.O. Box 2675 TEgrIONE husreen
Harrisburg, Pennsylvania 17105-2675 FAX: 772-8483

April 9, 1999

Dr. Fran James Warkomski, Ed.D., Director
Pennsylvania Deafblind Project

Central Instructional Support Center

6340 Flank Drive, Suite 600

Harrisburg, Pa. 17112-2764

Dear Dr. Warkomski:

I am writing to indicate my support for your proposal, “Hand in Hand in Hand: A
Partnership Serving Families, Educators, and Service Providers of Children and Youth
with Deafblindness”. As a Regional Early Intervention Coordinator for the Office of
Mental Retardation, I have seen firsthand the many benefits that your program has
brought to families, county early intervention programs and providers in the Central
Region. For one family in particular, your staff spent countless hours mobilizing
resources from throughout the State to insure that a child who is deaf and blind and his
family received state-of —the-art community resources to address their needs.

After services were in place for the family, your staff followed up with trainings
for county case management staff and local providers. Iam hopeful that your program
will receive the funds that it needs to continue its dedicated efforts on behalf of
individuals who are deafblind and their families. If I can ever assist you in expanding
your partnerships with State or local agencies, feel free to contact me.

! h g - e

Sincerely,

ne ! Eoitis

Jane E. Courten
Early Intervention Coordinator
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Fran James Warkowski, Ed.D.
Director

Central Instructional Support Center
6340 Flank Drive, Suite 600 '
Harrisburg, PA 17112-2764

Dear Fran:

I'am writing this letter as Director of the Great Lakes Area Regional Resource Ceriter to
indicate enthusiastic support for your new proposal to serve children and families with
Deafblindness. Your efforts over the years have been substantial and important to
improvements of services to these children and their families. hope very much that
funding will continue to your group to support your ongoing work. '

I have revicwed the proposed project activities of “Hand in Hand in Hand”. Itisan
ambitious and worthy plan. I know we can continue our collaborative efforts from

GLARRC to support your efforts. Please be assured that we will are willing and
committed to working with you if you are funded.

Over the years your project has brought innovative and effective services. I believe your

renewed emphasis on enhanced early identification, family involvement, and expznded
partnerships is the way of the future,

Best of luck in your efforts in seeking a renewal to your efforts. If we at GLARE'C may
assist in any way, let us know.

We look forward to continuing our partnership in the future!

Sincerely,

Larry A. Magliocca, Ph.D.
Associate Pyofessor and Director
GLARRC

The Ohio State University
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Dr. A. william Vanting _
Executive Director

BUCKS COUNTY SCHOOL

SPECIAL EDUCATION INTERMEDIATE UNIT NO

( J .2

FAX: 215-340-1639 705 SHADY RETREAT ROA
DOYLESTOWN, PA 18901

e b

: 215-348-2940
April 20, 1999 - TDD/TTY: 215-348-1127
FAX: 215-340-1964

-

Fran J. Warkomski, Ed.D.

Director

Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Dear Dr. Warkomski:

Please accept my letter of support for the Pennsylvania Hand in Hand in Hand
Project. Families and school staff from the Bucks County, Pennsylvania area have
been beneficiaries and participants in the project serving deafblind children for
numerous years. Since the 1970's, it has been the philosophy in Bucks County to
bring services to deafblind children in natural settings. For preschool children, our
staff members have worked with infants and children in their homes building
relationships with parents. For school-age children, our programs are based in

public schools in order to enhance the relationship between special education and
regular education.

‘ - — >

{

Thanks to the volunteer efforts of staff, the Bucks County Intermediate Unit has
exercised a leadership role in Eastern Pennsylvania. With support from Hand in
Hand in Hand, we have been able to share our experiences with families and staff
from a wide geographic area. I have personally seen the value of what can be
achieved for children with deafblindness by learning from the successes and
mistakes of others. I pledge the support of the Bucks County Intermediate Unit #22

for the project and urgently request continued funding from the Office of Special
Education Programs.

0. Coe, Ed.D.
Assistant Executive Director
Special Education Services

ROC:hg
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Dr. A. William Vantine
Executive Director

BUCKS COUNTY SCHOOLS

INTERMEDIATE UNIT NO. 22
705 SHADY RETREAT ROAD
DOYLESTOWN. PA 18901

215-348-2940
215-757-0227
TTY-348-2940

April 16, 1999 FAX: 215:340-1964

Dr. Fran Warkomski

Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Dear Dr. Warkomski,

Itis my pleasure to send this letter in support of the PA Deaf Blind Project, “Hand in Hand
in Hand”. [ have been a Vision Support Teacher at Bucks County Intermediate Unit #22 for
the past 25 years. I have known project coordinators, Mary Frey and Julie Baumgarner, for-
the past 10 years and have called upon their expertise on many occasions. They have

always been willing to take serious counsel from teachers and make the necessary
recommendations for the benefit of student needs. More importantly however, they have
been instrumental in support of collaborative teaming and the necessary professional
development to increase the skills of service providers.

The project coordinators also realize the vital importance of including parents as an integral
part of the team. They design and coordinate family weekends that are informative and
supportive for the families. It provides families the opportunity to learn more about home
and school interventions, while allowing time for meeting others and sharing experiences.

I have more recently been involved with Mary Frey through a student's educational team.
Mary has been very supportive and has helped us to establish a cohesive team with
collaborative skills. Mary guides our meetings and helps to establish goals and successful
implementations for our student. She comes to our team as 2 member but her leadership
skills are well respected and appreciated. The resources and materials that are made
available to the teams are informative with clear demonstrations of best practices.

In summary, I would like to emphasize the key role that the coordinators of the Deaf Blind
Project play in the educational development of these children. They are a strong and vital
part of the team. The resources that they provide are priceless in the scheme of the students’
educational development. If you would like further information regarding the role of the
Deaf Blind Project in its actual implementation, please do not hesitate to call me. I would be
pleased to embellish further on the high regard I have for this most worthy State Project.

Sincerely,

Lol 7 E Qurin—
Gail McQuown M.S.

Vision Support Teacher
Educational Technology Specialist

<
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CEREBRAL PALSY ASSOCIATION OF DELAWARE COUNTY
LINDA JOY GROSS CENTER FOR
CHILD DEVELOPMENT
401 Rutgers Avenue, Swarthmore, PA 19081-2499
Phone (610) 543-8089  Fax (610) 328-1745

a

April 19, 1999

Fran James Warkomski, Ed.D.

Director

Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Dear Ms. Warkomski:

Two years ago two students with dual sensory impairments
were placed in my preschool classroom. Although I had experience
with both hearing impaired and vision impaired students, I had no
experience with students with impairments of both senses. The
challenges these students faced, especially in the area of i
communication, seemed overwhelming to me. I had no idea of how
to deal with their very special needs.

I contacted the Pennsylvania Deaf-Blind Project to ask about
effective teaching practices and to get any hints they could give
me. The amount of information and support I have received has
been absolutely wonderful! They lent me videotapes about deaf-
blindness which I shared with our entire team as well as with the
parents of these tdo students. The Deaf-Blind Project also gave
me tests which weréd specifically geared towards students with
dual sensory impairments, as well as many very helpful and
informative handouts. As the staff and I digested this
information, we were able to call The Project with questions
about what we were'learning. A consultant has been to our
preschool several times to answer questions about epecific
students as well as to present an in-service training to the
staff.

\
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April 19, 1999
Page 2 of 2

The information and support we’ve received from the
Pennsylvania Deaf-Blind Project has been invaluable. Our team
has come very far in our knowledge and skills and we are doing a
better job with this very special population. However, there is
still much more for us to learn. It is very comforting to know
that the talented staff at the Pennsylvania Deaf-Blind Project
will be there to give us a hand as we grow and learn.

Sincerely,.

Sy B

Elaine Byrne
Special Education Teacher

v



1605-B WEST MAIN ST. ¢ NORRISTOWN PA 19403 o 610/539-8550 * FAX 610/539-7411

April 8, 1999

Ms. Mary Frey

Pennsylvania Deafblind Project
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Dear Mary,

I am delighted to offer my support for your proposal, "Hand in Hand in Hand."
During the school years 1996-97 and 1997-98 the Pennsylvania Deafblind Project
provided invaluable support to myself and the entire educational team working
with a preschool deafblind child enrolled at United Cerebral Palsy Association

in Harleysville, PA. This on-going technical assistance and consultation

helped us create a developmental, educational program to address the unique
needs of this child.

Although I had been a teacher of blind and visually impaired children for over
25 years, I was not professionally prepared to serve a child with two sensory
impairments. The teacher of deaf children, also felt unprepared to design a
program for this child. We both sought the assistance of a professional who

could bring both disciplines together. The Pennsylvania Deafblind Project filled
this need beautifully.

Bi-monthly meetings were scheduled between yourself; the child's legal
guardians, and the entire educational team. This included the special
education teacher, the teacher for the deaf, an occupational therapist, nurses,

a physical therapist, a speech therapist and myself. In addition to advising us,
you provided resources and individual instruction. As the child began to obtain
skills, you guided the team towards the next stage of programming.

I am proud to say that within two years, the child progressed from having no
functional communication skills to a receptive vocabulary of approximately 20
signs. As I transitioned her to a school age program, I was delighted to observe
the development of her expressive use of language. The changes in this child's
performance was remarkable at both school and home. In addition to

communication skills, she was gaining cognitive skills, orientation and
mobility skills and social and play skills.

23
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.The partnership developed between the team, the child's guardians and the

Deafblind project was essential to the successes this child obtained. I believe
that everyone involved in this child's education and care obtained knowledge
and skills that could transfer to another child.

It was a pleasure to work with you, as representative of the Pennsylvania
Deafblind Project. I wish you future success in your endeavors. IfI can be of
further assistance, please do not hesitate to ask.

Sincerely.

A7 y )

Lyﬁne Davis Dellinger
Vision Support Teacher
Orientation and Mobility Therapist
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April 13,1999 Carol Haines
Capital Area IU 15
55 Miller Street, Box 489
Summerdale, PA 17093

To Whom It May Concern:

This letter is to share with you the importance of the Deafblind Project and it's impact
on the ability for me to gain information about deaf/blind children. The project has
helped me obtain information on characteristics and teaching strategies and
techniques to use with deaf/blind children. | appreciated their willingness to be
available to be consultants in my classroom. The consultant provided me with
valuable information and kept me informed of inservices in this area.

This project is a very valuable assest to Special Education teachers of the deaf/blind.

Sincerely,
Carol Haines
Early Intervention Specialist
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April 19, 1999

To Whom It May Concern:

This letter is written in support of the PA Deafblind Project
"Hand in Hand in Hand." The current project has been very
helpful in providing our school district with literature,
technical assistance, and training to staff.

The efforts of this project has been very instrumental in
facilitating a partnership between familiee and educators. These
efforts have improved the effectiveness of services and supports
for individuals in our district who are deafblind. Through these
efforts the transitioning of a student from an approved private
school into the public school setting has been very successful.
Special accolades go to Julie Baughgardner who has been very
instrumental in this transition process. she has been a very
valuable consultant and a pleasure to work with.

As a district we look forward to being able to continue to work
with the "Hand in Hand in Hand" project as it works to achieve
its goals. We have been very fortunate to have this project

available to serve our district needs. We support and recommend
the continuation of this project.

If you have any further questions about our association with the

Pennsylvania Deafblind Project or would like additional comments,
pPlease feel free to call 724-834-2590.

Sincerely,

T peendea e

Taundra K. Krall
Acting supervisor of
Special Education
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April 12, 1999

rintendent of Schooly

Fran James Warkomski, Ed. D.
Director

Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg, PA 17122-2764

Dear Dr. Warkomski,

This communication is a letter of support for the proposed Pennsylvania
Deafblind Project, “Hand in Hand: A Partnership Serving Families, Educators, and
Service Providers of Children and Youth with Deafblindness.” As an administrator of:
programs for students with exceptionalities in a district which has received strong
support over the past ten years from this project, | endorse enthusiastically its
continuance and the collaborative focus of its objectives.

Pittsburgh has been fortunate to have had the opportunity to educate a variety
of students with deafblindness including two gifted deafblind students who graduated
with honors from our secondary program. Continued technical assistance from your
project enabled our school based team to augment the resources for these students
and to offer additional training to team members and parents. Also, your project staff is
to be commended by their efforts to attend every IEP/ transition meeting for these
students. We are very proud that one of our former students is now serving on the
advisory committee of the project.

We look forward to a continuing relationship with the project staff as our

program continues to strive to bring enhanced services to deafblind students and their
families.

c'/’ .

yr-M-Daugherty, Ph. B.

/ Special Education Support Specialist

Programs for Students with Exceptionalities

cc: Dr. J. Kaye Cupples, Coordinator, Programs for Students with
Exceptionalities
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412-682-5600
800-706-5050
T.D.D. 412-682-6640

300 South Craig Street

Pittsburgh, PA 15213-3791 April 13, 1999

Fax:412-682-8104
311 Station Street

Bridgeville, PA 15017-1899

Fax:412-257-8573

Officers

Chuck Noll, Chairman

Sidney Zonn Esq.Vice Chairman
Roy T. Johnson, Treasurer

Stacy A. Brovitz, Secretary

Board of Directors
Cheryl Akers-Stanton
Ronald F Bargiband, Ph.D.
James D. Baumgartner
Elizabeth A. Berkely
Frank H. Burdine

Linda G. Conner

John E Culver

Jonathan W. Delano, Esq.
Gregory C. Fajt. Esq.
Susan G. Flynn, Esq.
Thomas A. Galante

Joe Gordon

Robert M. Gordon, |r.
Bruce E. Haney

Grace T. Harding
Robert B. Higdon
Charles D, Horne

Jed Hughes. Ph.D.

Msgr. Paul M. Lackner
Karen B.Lauer, M.D.
Joseph C. Manzinger
Mark K. McNally

C. Joyce O'Connor
Richard A. Pagliari
Richard A. Roberts
Michael A. Romano
Walter A, Schratz, Ph.D,
Kathy Thomas

Paul C. Williams, Ph.D,
Daniel S. Wilson

Most Rev. Donald W, Wuerl, S.T.D.

Emeritus Members
Douglas D. Danforth
Mrs. Frederick N, Egler
Alfred D. Fulton

Merle E. Gilliand

Mrs. Marcella C. Goldberg
T. Dixon Holladay. Jr.
Walter A, Koegler, Esq.
William A, McDivite, Jr.
James C.Roddey

Leo P Russell

Julian Ruslander, Esq.
James P. Sinnote

Mrs. Andrew G, Uram

Dennis J. Huber, President

Richard L.Welsh. Ph.D..Vice-President

Nancy Lelr

CISC

6340 Flank Drive Suite 600
Harrisburg, PA 17112-2764

Dear Ms. Lehr:

Pittsburgh Vision Services is please to provide a letter of support in conjunction with
your application for future funding to continue the valuable and essential efforts of the
Pennsylvania Deaf Blind Project. Pittsburgh Vision Services has had a positive
relationship with the project for over three years. This relationship has provided a close
working relationship with Pittsburgh Vision Services’ Deaf Blind Advisory Committee
and most recently, the Deaf Blind Advocacy Committee. Your representation has
provided these committees the opportunity to provide out reach services to teens that
are deaf blind. These services have included members of the deaf blind advocacy
committee being represented on transition teams to assist with future planning and the
facilitation of the transition process frorm school to adult services. Also your project has
assisted the committee with in-service training programs to human service agencies
throughout the Pittsburgh area.

The Deaf Blind Advocacy Committee looks forward to the continued support of the
Pennsylvania Deaf Blind Project. The specialized assistance that the project can
provide the committee will assist with the committee’s goal of establishing a teen
support group in the Pittsburgh area.

The Deaf Blind Advocacy Committee feels a strong need in establishing suppert groups
for teens that are vision and hearing impaired. Your project resources will be of great
assistance in identifying prospective teens that may benefit from this group.

If I can provide any additional support with the submission of the proposal, please do
not hesitate to contact me.

Sincerely,

Dennis W. Apter

~ Director, Vocational Services

Pittsburgh Vision Services

BEST COPY AVAILABLE

—
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Dr. Fran Warkomski
Director

6340 Flank Dnive, Suite 600
Harrisburg, PA 17112-2764

Re: State and Multi-State Project for Childrcn Who
Arc Deaf-Blind (84.326C)

Dear Dr. Warkomski:

This letter is to support the application your officc is submitting for the 1999-2003 Deaf-
Blind Center grant for Pennsylvania. The Center’s work has been very helpful to teachers and
other professionals serving individuals with deaf-blindness. I encourage the U.S. Department of
Education to fund your application.

‘Asa practicing teacher working with students with deafblindness, [ have had numerous
opportunities to interact with the Deafblind Project. The project has been extremely hclpfu] as

we have worked to develop aparopriate programs for students.

Individuals with deaf-blindaess are smallin number, but the dual sensory loss creates needs
that must be addressed by colliboration among scrvice providers. I offer that support.

I am happy to cndorsc yous proposal and provide the required cormmitment.

Sincerely,

e @‘79 “irn

Kristen Rapsher, M.Ed.

Y
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PENNSYLVANIA ADVISORY COUNCIL FOR CHILDREN WHO ARE
DEAFBLIND

FOURTH ANNUAL MEETING
WEDNESDAY, SEPTEMBER 22, 1999
ENTRAL INSTRUCTIONAL SUPPORT CENTER, HARRISBURG

AGENDA
9:30 a.m. Coffee and networking
10:00 a.m. Introductions

Review agenda

10:20 am. Current status:
+ 1995 - 1999 grant
+ 1999 - 2003 grant
+ 1999 - 2003 matchmaker grant

11:00 a.m. Review Project PATH and update
12:15 p.m.. Lunch

Networking
1:00 p.m. Discuss current needs and concerns

Discuss future plans, name change

2:00 p.m. Action plan
' Kaizen
Dates for next three meetings
Joint events

3:00 p.m. Adjourn
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ADVISORY COUNCIL MEMBERS

PA DEAFBLIND PROJECT
September 22, 1999

N e
Juli Baumgarner Molly Black /96 Dr Kathryn Daugherty /96
Education Consultant Family Liaison Spec Ed Support
Pa Deafblind Project Pa Deafblind Project Conroy Sch
5347 Wm Flynn Hwy 610 Rembrandt Circle 1398 Page St
Gibsonia PA 15044 Irwin PA 15642 Pittsburgh PA 15233
phone: 800-446-5607 X 238 phone: 412-863-1283 phone: 412-622-6388
Lemail: baumgarner@wisc.org ) \email: 74704,156@compuserve.comj Lemail: stfran@pps.pgh.pa.us
( ~ ™
Ginny Duncan 5796 T Sherry Fahs /99 (Mary Frey
Parent Education Consultant
Parent Education Network Pa Deafblind Project
2107 Industrial Highway 346 Larkin Drive 6340 Flank Drive, Suite 600
York PA 17402 Red Lion PA 17356 Harrisburg PA 17112-2793
phone: 800-522-5827 phone: 717-246-3223 phone: 800-360-7282 Ext 3005
email: / 717-600-0100 email: slfahs@aol.com email: mfrey@cisc.kl2.pa.us
\. /0 A N
s N\ N
Jeanne Gardier Stacy Gerlach /96 Kathleen Huebner /%6
Education Consultant Family Liaison Asst Dean/ Assoc. Professor
Pa Deafblind Project P A Deafblind Project Pa College Of Optometry
Northeastern Educational Iu 19 39 Rambler Road 8360 Old York Rd
1200 Line Street Levittown PA 19055 Eikins Park PA 19027
Archbald PA 18403
phone: 800-228-1750 Ext 281 phone: 215-945-7364 phone: 215-780-1361
email: gardierj@ns.neiu.k12.pa.us email: email:
. /O
~ s N
Andrea Johnson /96 Bernadette Kappen /% Dr. Susan Kershman 5757
School-age Representative Director Education Consultant
P A Deafblind Project Overbrook Sch For Blind Children Eita / Eisc
614 Church Lane 6333 Malvern Ave 200 Anderson Rd
Yeadon PA 19050 Philadelphia PA 19151 King Of Prussia PA 19406
phone: 610-623-8541 phone: 215-877-0313 phone: 800-441-3215
email: email: email:
. /L /N
~ N r
Rich Mcgann 9/96 Anthony Murphy 5798 W Pamela Porter /97
Consumer Consumer Social Worker
Scott Hall Childrens Hospital Of Philadelphia
2869 Castlegate Rd 210 Darrow Rd Apt. A. Social Work Dept
Pittsburgh PA 15226 Edinboro PA 16412 34th & Civic Ctr Blvd 2nd FI
Philadelphia PA 19104-4399
phone: 412-561-8903 phone: 814-734-8101 phone: 215-590-2116
Lemail: rkmcgann@netcom.com Lemail: " email:
J J A\

Q
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ADVISORY COUNCIL MEMBERS

PA DEAFBLIND PROJECT
September 22, 1999
- , N\ N\
Kathleen Scott Sue Shaffer 9/98 Ava Shaffer 9/99

Education Consultant

Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg PA 17112-2793

phone: 800-360-7282 Ext 3711

’_-_-._P-

Family Liaison

P A Deafblind Project
74 Horn Rd
Shippensburg PA 17257

phone: 717-776-4061

Transition Coordinator
Office Of Vocational Rehab
7th & Forster Sts

1313 Labor & Industry Bldng
Harrisburg PA 17120

phone: 717-787-6005

email: kscott@cisc.kl2.pa.us email: w: shaffers@dickinson.edu email:

J \ J J

N
Randi Shelton /99 Dr. Fran Warkomski h

. Director
Tri-county Patriots Of CIL Central Instructional Support Center
69 East Beau St 6340 Flank Drive, Suite 600
Harrisburg PA 17112-2793
Washington PA 15301
phone: 724-223-5115 phone: 800-360-7282
email: randi@tripil.com ) &email: fwarkoms®cisc.k12.pa.us
J/

INVITED GUEST

Cynthia Ingraham

HKNC
6801 Kenilworth Ave, Suite 100

Riverdale MD 20737

phone: 301-699-6255
Lemail:
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ADVISORY COUNCIL MEMBERS
PA DEAFBLIND PROJECT

Ms Juli Baumgarner &
Education Consultant
PA Deafblind Project
5347 William Flynn Highway
Gibsonia PA 15044
phone: (800) 446-5607 ext 238
fax: (724)443-1310
e-mail: baumgar@wisc.org
SV

Ms Ginny Duncan &

Parent Education Network
333 E. Seventh Ave
York, PA 17404-2139
phone: 717-845-9722 or
fax:

e-mail:

e
'

Ms Stacy Gerlach
Family Consultant
PA Deatblind Project
39 Rambler Road
Levittown PA 19055
phone: 215-945-7364
fax:

e-mail:

Dr Bernadette Kappen @
Director

Overbrook School for Blind Children

6333 Malvern Ave

Philadelphia PA 19151

phone: 215-877-0313 x267

fax:  215-877-2466

e-mail:

Mr Anthony Murphy &
Consumer '
Scott Hall

210 Darrow Rd Apt. A

Edinboro PA 16412

phone: 814-734-8101 -

fax:

e-mail:. AS621S0N B edinbarowdT

September 23, 1998

Ms Molly Black &
Family Consultant
PA Deafblind Project

610 Rembrandt Circle

Irwin PA 15642

phone: 724-863-1283

fax:  724-861-0614

e-mail: 74704,156@compuserve.com

2
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Ms Mary Frey

Education Consultant

PA Deatblind Project

6340 Flank Dr Suite 600
Harrisburg. PA 17112-2764
phone: 800-360-7282

fax:  717-541-4968

e-mail: mfrey@cisc.k12.pa.us

Dr Kathleen Huebner

Asst. Dean & Assoc. Professor
Pennsylvania College of Optometry
8360 Old York Rd.

Elkins Park PA 19027

phone: 215-780-1361

fax: 215-780-1357

e-mail: kathyh@pco.edu

Dr Susan Kershman &
Education Consultant

EITA / EISC

200 Anderson Rd

King of Prussia PA 19406

phone: 800-441-3215

fax:

e-mail:

.;it-;.

Ms Pamela Porter

Social Work Dept

The Children’s Hospital of Philadelphi
34th & Civic Ctr Bivd

Philadelphia PA 19104-4399

phone: 215-590-2116

fax:  215-590-2066

e-mail:
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-Dr. Kathryn Daugherty

Special Education Support Specialist
Conroy School

1398 Page Street

Pittsburgh PA 15233

phone: 412-622-6388

fax:

email: stfran@pps.pgh.pa.us

Ms Jeanne Gardier

Education Consultant

PA Deafblind Project

1200 Line Street

Archbald PA 18403

phone: 717-876-9200

fax:

e-mail: gardierj@ns.neiu.k12.pa.us

Ms Andrea Johnson
School Age Representative
PA Parents for the Deaf-Blind
614 Church Lane

Yeadon PA 19050

phone: 610-623-3541

fax:

e-mail:

Mr Rich Mcgann
consumer

286Y Castlegate Road
Pittsburgh PA 15226

phone: 412-561-8903
fax:
e-mail: rkmcgann@netcom.com

Ms Sue Shaffer
Parent
74 Horn Road

Shippensburg PA 17257

phone: 717-776-4061
fax:
e-mail: shaffers@dickinson.edu




ADVISORY COUNCIL MEMBERS
- PA DEAFBLIND PROJECT

# Dr Fran Warkomski
Director
Central Instructional Support Center
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764
phone: 800-360-7282
fax:  717-541-4968
e-mail: fwarkoms@cisc.k12.pa.us

September 23, 1998




Annual Meeting of Advisory Council

® Mr Rick Boyle
Education Consultant / Facilitator
Western Instructional Support Center
5347 William Flynn Highway
Gibsonia PA 15044
phone: 800-446-5607
fax:  724-443-1310
e-mail:

& Ms Nancy Lehr
Project Assistant
PA Deafblind Project
6340 Flank Drive, Suite 600
Harrisburg PA 17112-2764
phone: 800-360-7282
fax:  717-541-4968
e-mail: nlehr@cisc.k12.pa.us

September 23, 1998

5

Ms Janelle Duttenhoffer ¢

i

Parent Education Network
333 E. Seventh Ave.
York, PA 17404-2139
phone: 717-845-9722
fax:

e-mail:

Ms Lori Sutton

Education Consultant / Facilitator
Western Instructional Support Center
5347 William Fiynn Highway
Gibsonia PA 15044

phone: 800-446-5607

fax:  724-443-1310

e-mail:

Ms Sherry Fahs
Parent
Ad Hoc

phone:
fax:
e-mail:




( Pennsylvania Advisory Council for Children Who Are Deafblind )

Third Annual Meeting
Wednesday, September 23, 1998
Central Instructional Support Center, Harrisburg

AGENbA
10:00 a.m. - 10:15 a.m.  Introductions and review agenda
10:15 a.m. - 10:45 am.  Review history maps
10:45 a.m. - 11:15a.m. A “PATH *“ for the Project
11:15 am. - 12:30 p.m.  Possibilities, probabilities, and dreams
12:30 p.m. - 1:15 p.m.  Lunch: Networking

1:15 p.m. - 2:00 p.m. Focus work groups

2:00 p.m. - 3:00 p.m. Action planning and Kaizen evaluation




WISC Presentation: Facilitation Tools for
Person / Family / Team / System Centered Planning

PATH.....4A process for

PLANNING ALTERNATIVE
TOMORROWS WITH HOPE

“PATH is a way for a group of people,

who share a common problem situation,

to align ...» their purposes e their understanding

of the situation * the possibilities for hopeful action

« their actions for change, mutual support, personal and team development, and learning.”
Jack Pearpoint, Marsha Forest, and John O’Brien, PATH Authors

/GOAL: Describe Your Goal /Dream \

What is your “vision” for your student or school? What key words, phrases, and images express
these goals? Look ahead more than a year if this is a planning team that involves school and
community.

FOCUS: “Future Focus” Prioritize!

Through the magic of time travel, you have opened your eyes to find that is (one year
from the current date). What does your school look like? What is going on? What important
accomplishments have occurred? The goal(s) should be positive, possible, and revisited throughout!

NOW: What is the Current Situation?

The clock is now turned back to “real” time. It is (current date). You are now
encouraged to feel and express the discrepancy between “what you want” and what *is.” In this
segment of time, share what is NOW going on with the student or members involved. What are
some phrases and images to describe “NOW?”?

ENROLL: Who Do You Need to Enroll?

You now have a space that represents the “path” between where you want to be and where you are
now. In addition to a lot of hard work, who do you need to get involved (i.e. enroll) in order to help
you reach your goals? Be specific -- identify names, positions of school or community members,
Think about people who have resources, can influence attitudes, etc.

STRONGER: Strengthening Activities

In addition to people, there are “other things” -- strengths such as knowledge, skills and actions
that you personally as well as your school or community as an organizational team can do or
provide. How can you maximize your efforts to achieve your goals?

FIRST STEP: Immediate Actions

At this point in the process, identify the immediate “next steps” that must be taken. Prioritize
and set realistic limuits.

NEXT MEETING: Set Your Next Meeting Date

Be specific (think about the “who”, “what” and “when”). Also, list any concerns and
develop strategies to meet them. Action plan!

\Adapted from: J. Pearpoint, M. Forest, J. O’Brien. A Workbook for PATH. Toronto, Ont: Inclusion Press

Western Instructional Support Center
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r AGENDA
ADVISORY COUNCIL
Tuesday, September23,1997
10:00-10:15 Introductions
- ReviewAgenda

10:15-10:30 Mission, Roles
10:30-11:15 “You & Me" video

Examples of TA
11:15-11:30 Census Report(draft)
11:30-12:00 General Information regarding|.D.E.A. changes
Noon | Lunch
12:45-1:00 Review Action Plan - June 4
1:00-2:30 Generate Future Directions

Dissemination

Resources

—Materials -

2:30-3:00 Specific Topics/Concerns

Wrap-up

Action Plan

Plan Phone Calls

Kaizen

70
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' " ADVISORY COUNCIL
PA DEAFBLIND PROJECT
l September 23, 1997
l & Ms Juli Baumgarner & Ms Molly Black & Ms Ellen Blackburn
Education Consultant Family Consultant Family Consultant
PA Deafblind Project PA Deafblind Project PA Deafblind Project
I 5347 William Flynn Highway 610 Rembrandt Circle 533 Waln Road
Gibsonia PA 15044 Irwin PA 15642 Glenside PA 19038
phone: (800) 446-5607 ext 238 phone: 412-863-1283 phone: 215-572-9198
fax:  (412) 443-1310 fax: 412-861-0614 fax:
l e-mail: baumgar@wisc.org : c-mail: 74704,156@compuserve.com e-mail:
l @& Dr.Kathryn Daugherty & Ms Jill Fitch & Ms Mary Frey
Special Education Support Specialist * Transition Age Representative Education Consultant
Conroy School PA Parents for the Deaf-Blind PA Deafblind Project
l 1398 Page Suecet 42 Golden Gate Road 6340 Flank Dr Suite 600
Pittsburgh PA 15233 Levittown PA 19057 Harrisburg, PA 17112-2764
phone: 412-622-6388 phone: 215-547-3884 phone: 800-360-7282
' fax: fax: fax:  717-541-4968
: e-mail: c-mail: e-mail: mfrecy@cisc.k12.pa.us
l @& Ms Stacy Gerlach & Dr Kathleen Huebner & Ms Andrea Johnson
Family Consultant Program Dircctor School Age Representative
PA Dcafblind Project Pennsylvania College of Optometry PA Parcnts for the Deaf-Blind
' 39 Rambler Road 1200 West Godfrcy Avenue 614 Church Lanc
Levittown PA 19055 Philadelphia, PA 19141 Yeadon PA 19050
phone: 215-945-7364 phone: 215-276-6290 phone: 610-623-8541
l fax: fax:  215-276-6292 fax:
e-mail: c-mail: e-mail:
l @& Dr Bernadette Kappen & Dr Susan Kershman @& Mr Rich McGann
Dircctor Education Consultant consumer
l Overbrook School for Blind Children EITA /EISC 2869 Castiegate Road
6333 Malvern Ave 200 Anderson Rd Pittsburgh PA 15226
Philadelphia PA 19151 King of Prussia PA 19406
phone: 215-877-0313 phone: 800-441-3215 phone: 412-561-8903
. fax:  215-877-2466 fax: fax:
e-mail: c-mail: e-mail: rkmcgann@netcom.com
l & Ms Pamela Porter & Ms Fran Warkomski
Social Work Dept Dircctor
I The Children’s Hospital of Philadelphi Central Instructional Support Center
34th & Civic Ctr Blvd 6340 Flank Drive, Suite 600
Philadelphia PA 19104-4399 Harmisburg, PA 17112-2764
l phone: 215-590-2116 phone: 800-360-7282
fax:  215-590-2066 fax:  717-541-4968
l e-mail: e-mail: fwarkoms@cisc.k12.pa.us
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& Mr David Dumeye
Research Analyst
Education Commi

INVITED GUESTS
ADVISORY COUNCIL
PA DEAF-BLIND
PROJECT
September 23, 1997

® Ms Melanie Hauck
Executive Director
Health & Human Services Committee
Main Capitol Bldng, PO Box 202217
Harrisburg, PA 17120-2217
phone: 717-787-3828
fax:
e-mail:
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& Ms Kristen Layton
Technical Assistant Specialist
NTAC @ Helen Keller Nat'l Center

111 Middle Neck Road
Sands Point, NY 11050
phone: 516-944-8900 X231
fax:

e-mail:



( Pa Advisory Council for Children Who Are Deaf-Blind )

10:00 am - 10:15 am
10:15 am - 11:00 am

11:00 am - noon

Noon - 12:30 pm
12:30 pm - 1:30 pm
1:30 pm - 1:45 pm
1:45 pm - 2:30 pm

2:30 pm - 3:00 pm

First Annual Meeting
September 24, 1996
PennTech, Harrisburg

Agenda

Review agenda and notebooks
Introductions and roles
Review mission of the Project
Review activities and outcomes of the Project
Discuss mission and outcomes of the Advisory Council
Lunch - guest Dr. William Penn
Begin to develop mission and specific outcomes
Formalize the mission and outcomes
Action Planning

- ways to communicate with dates

- 1997 annual meeting date

Kaizen

MRF/9-96/Adv. Coun.




ADVISORY COUNCIL
PA DEAF-BLIND PROJECT
September 24, 1996

,() Ms. Mary Anketell ~» Ms. Jill Fitch

Education Consultant Vice-President
Early Intervention Technical Assistance PA Parents for the Deaf-Blind
6340 Flank Drive, Suite 600 42 Golden Gate Road

Harrisburg, PA 17112-2764
(800) 360-7282
(717) 657-5895

Ms. Juli Baumgarner
Education Consultant

PA Deafblind Project

5347 William Flynn Highway
Gibsonia PA 15044

phone: (800) 446-5607

fax: (412) 443-1310

Ms. Molly Black )(' Ms. Stacy Gerlach
Family Consultant Family Consultant
PA Deafblind Project PA Deafblind Project
106 Sheffield Drive 39 Rambler Road
Irwin PA 15624 Levittown PA 19055
phone: (412) 863-1283 phone: (215) 945-7364
Ms. Ellen Blackburn > Dr. Kathleen Huebner
Family Consuluant Program Director )
PA Deafblind Project Pennsylvania College of Optometry
533 Waln Road 1200 West Godfrey Avenue
Glenside PA 19038 Philadelphia, PA 19141
phone: (610) 88<-1474 phone: (215) 276-62093
Ms. C. J. Carroll > Ms. Andrea Johnson
Vice-President Vice-President
PA Parents for the Deaf-Blind PA Parents for the Deaf-Blind
RD 2 Box 112A 614 Church Lane
Montrose PA 18801 Yeadon PA 19050
phone: (717) 553-4308 phone: (610) 623-8541
Dr. Kathryn Daugherty > Dr. Bernadette Kappen
Special Education Support Specialist Director
Conroy School Overbrook School for Blind Children
1398 Page Street 6333 Malvern Ave
Pittsburgh PA 15233 Philadelphia PA 19151
phone: (412) 622-6388 phone: (215) 877-0313

fax: (215) 877-2466
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Levittown PA 19057
phone: (215) 547-3884

Ms. Mary Frey
Education Consultant

PA Deafblind Project

6340 Flank Dr Suite 600
Harrisburg; PA 17112-2764
phone: (800) 360-7282
fax: (717) 541-4968




ADVISORY COUNCIL
PA DEAF-BLIND PROJECT
September 24, 1996

¥ Mr. Rich McGann
consumer
2869 Castlegate Road
- Piusburgh PA 15226
phone: (412) 561-8903

> Ms. Fran Warkomski
Project Director
PennTech
6340 Flank Drive, Suite 600
- Harrisburg, PA 17112-2764
phone: (800) 360-7282
fax: (717) 541-4968




TOGETHER WE'RE BETTER:LEARNING THROUGH PLAY & HUMOR

PENNSYLVANIA DEAFBLIND PROJECT: FAMILY LEARNING WEEKEND

PARENTS' AGENDA

@
“

'3
June 25, 26, 27, 1999 - Holiday Inn @ Grantville e/ :J g{

FRIDAY, 6/25 ROOM ACTIVITY

3:00 - 8:00 p.m. Royale Foyer Registration

6:00 -8:30 p.m. Congressional Hospitality: meet families & staff; do fun activities
7:00 - 9:00 p.m. Indoor Pool Swim Party

SATURDAY, 6/26 | ROOM ACTIVITY

7:15 - 8:30 am. Saloon Buffet breakfast

8:30 a.m. Royale IT New Families drop off children for child care

8:45 a.m. Royale IT Rest of families drop off children for child care
8:30 - noon See child schedule | Child care & activities provided

9:00 - 9:45 am. Royale III Welcome, Orientation, Project Review, Introductions
9:45-10:30 am. | Royale ITI Session: Bob Naseef, Presenter

10:30 - 11:00 a.m. | Royale III Coffee break discussion groups

11:00 a.m. - noon Royale ITI Session: Bob Naseef, Presenter

Noon See child schedule | Promptly pick up children from activities

Noon - 1:30 p.m. Saloon Buffet lunch

1:30 p.m. Royale IT Families drop off children for child care

1:30 - 4:30 p.m. See child schedule | Child care & activities provided

1:45 - 2:15 p.m. Royale IIT Parent sharing - Shaffer, Gerlach, Williams

2:15 - 3:00 p.m. Royale IIT Session: Bob Naseef, Presenter

3:00 - 3:30 p.m. Royale ITI Coffee break discussion groups ® c:\\j?;\o
3:30 - 4:30 p.m. Royale ITI Session: Bob Naseef, Presenter ;’Q f’//hjL(
4:30 p.m. See child schedule | Promptly pick up children from acﬁviﬁesl )'h{ U
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ROOM

TACTIVITY

SATURDAY, 6/26
5:30 - 6:15 p.m. Royale IIT Children'’s dinner; Parents’ snacks
6:30 - 7:30 p.m. Royale IT Family activity
7:30 p.m. Royale III Ice cream social
8:00 p.m. Royale IT Drop children off at activities
8:00 - 11:00 p.m. See child schedule | Child care & activities provided
OR in-room child care (if signed up)
8:00 - 11:00 p.m. Parents’ night out for dinner
8:00 - 11:00 p.m. Royale III Hospitality Room s
8:00 - 11:00 pm. | Senate Suite Pre-teens Pizza Party &3’7/
8:00 - 11:00 p.m. Presidential Suite | Teens Pizza Party \‘ty
11:00 p.m. See child schedule | Promptly pick up children from activities

SUNDAY, 6/27 ROOM ACTIVITY
7:30 - 8:45 am. Breakfast
8:45 a.m. Royale IT Drop of f children for activities
8:45 am. See child schedule | Child care & activities provided
- 12:30 p.m.
9:00 - 9:30a.m. Royale IIT Parent sharing about Hand in Hand Study Group
-Weaver, Hilderbrand, Farnsworth, Black
9:30-10:30 am. | Royale III Session: Bob Naseef, Presenter
10:30 - 11:15am. | Royale ITI Feedback on sibling sessions: Emily and Sheri
11:15 - Noon Royale IIT Evaluation and wrap-up: Mary, Jeanne, Kathy o '
Noon - 12:30 p.m. | Front Desk Check out of hotel g \
12:30 p.m. See child schedule | Promptly pick up children from activities -g
Noon - 1:00 p.m. Outside of Royale | Pick up box lunches
IIT
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"WELCOME

TO

FAMILY LEARNING RETREAT

ADULT SCHEDULE

FRIDAY. JUNE 26, 1998

TIME ACTIVITY ROOM
3:00 p.m. to 9:00 p.m. (D) Registration ROYALE FOYER
“-
6:30 p.m.to 9:30 p.m "+ .= Hospitality | CONGRESSIONAL
7:00 p.m. to 9:00 p.m. Swim Party p INDOOR POOL
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SATURDAY. JUNE 27, 1993

7:45 a.m. Announcements

TIME ACTIVITY ROOM
O 7:00 a.m.to 9:30 a.m. Registration ROYALE FOYER
7:15 a.m. to 8:30 a.m. @ Buffet Breakfast
SALOON

8:00 a.m. to 12:15 p.m.

Childcare Activities

Meet in GRANDE III

5:00 - 6:30 p.m.

Buffet Dinner with Sundae Bar
6:00 p.m. - Announcements

1

8:15a.m. - 8:30 am. First-time Family Orientation CONGRESSIONAL
8:35 a.m. to 9:20 a.m. . Welcome to all, Opening Session ROYALTAND II
9:30 am. to 10:30 a.m. CONCURRENT SESSIONS
@ Blue: Meaningful Education Plans - Pot of Gold ROYALI
@ . Red: Diversity of Social Skills and Behavior ROYALII
10:30 a.m. to 11:00 am Coffee Break Discussion Groups [P , CONGRESSIONAL
T 11:00 am. to noon CONCURRENT SESSIONS
@ Blue: Meaningful Education Plans - Pot of Gold ROYALI
Kﬁ\ Purple: Put on Your Ruby Slippers - O & M ROYALT
Noon to 1:30 p.m. Buffet Lunch SALOON
1:30 p.m. - 4:45 p.m. Childcare Activities GRANDE III
1:45 p.m. - 2:00 p.m. Parents share about “Hand in Hand” Study Group ROYALI
2:00 p.m. - 3:00 p.m. CONCURRENT SESSIONS
@ Yellow 1: Building 2 Rainbow: Early Communication ROYALI
Green 1: Experiencing a Rainbow of Technology ROYAL II
3:00 p.m. - 3:30 pm. Soda Break Discussion Groups CONGRESSIONAL
3:30 p.m. - 4:30 pm _ CONCURRENT SESSIONS
Yellow 2: Building a Rainbow of Communication ROYALI
Green 2: Experiencing a Rainbow of Technology ROYAL I
4:30 p.m. - 5:00 p.m. Free Time
GRANDEI & II

=1
o

Saturday continued next page




SATURDAY NIGHT FAMILY ACTIVITIES

10:30 a.m. - 11: 00 a.m.

@ Kaleidoscope: Together With Brothers and Sisters

TIME ACTIVITY CHOICES ROOM
7:00 p.m. - 9:30 p.m. A Meet and talk with Mentors ROYALI
) @ Hi-Tech Activities ROYAL I
@ Assistive Technology Activities REGENCY
@ -Pizza Party - Teens GOVERNORS
8:00 p.m. - 10:30 p.m. Childcare Activities (if signed up previously) GRANDE III
8:00 - midnight Hospitality for Parents and Staff CONGRESSIONAL
SUNDAY, JUNE 28, 1998
TIME ACTIVITY ROOM
7:15 a.m. - 8:30 a.m. - Buffet Breakfast SALOON
. 7:45 a.m. - Announcements
8:15 am. - 11:15 am. Childcare Activities ROYALEI
8:45am. - 10:30am.  |fZR)) Somewhere Over the Rainbow, Way Up High CONGRESSIONAL
CONGRESSIONAL

CONGRESS. FOYER

11:00 am. - 12:30 p.m. Box Lunches Available
11:00 a.m. - 1:15 p.m. Childcare (if signed up previously) ROYALEQ
11:00 a.m. - 1:00 p.m. PA Parents for Deaf-Blind Group Meeting CONGRESSIONAL
By Noon | Check-Out
1:30 p.m. | Late Check-Out (if signed up previously)

HAVE A SAFE JOURNEY HOME. ¢ & -

WE HOPE TO SEE YOU AGAIN NEXT YEAR.

June 235, 26, 27. 1999
Same Place!

30
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WESTERN INSTRUCTIONAL SUPPORT CENTER

. 5347 William Flynn Highway
g )]  Instuctional Support System Gibsonia, PA 15044-9644
of Pennsylvania 412-961-0294, toll free 800-446-5607
Pennsylvania Department of Education Fax 412443-1310
MEMORANDUM
RE: Outreach project for VIISA, SKI*HI, and INSITE
TO: Early intervention providers and parents

FROM: Debby Oppel Holzapfel, PennTech Consultant - Visual Impairment
Juli Baumgarner, Education Consultant - PA Deaf-Blind Project
Anita Iurlano, PennTech Consultant - Hearing Loss

DATE: August 19, 1996

Enclosed is information regarding an early intervention outreach project for children with
sensory impairments. Local and state-wide workshops are planned for VIISA (visual
impairment), INSITE (dual sensory impairment), and the SKI*HI (deaf and hard of hearing)
models. Additionally, local workshops may be planned at the request of early intervention
agencies. This is part of an outreach project intended to support local capacity, and is co-
sponsored by PennTech, the Pennsylvania Deaf-Blind Project, and Early Intervention
Technical Assistance.

You are encouraged to call the contact persons listed in the attachments, if you have further
questions. Thank you.

Attachments:

VIISA Project Announcement
SKI*HI Project Announcement
INSITE Project Announcement
Chart Summary of Projects
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VIISA Project
Sponsored by

E S s

PennTech, WISC and Early Intervention Technical Assistance (formerly FFEIS)

VIISA Project

The VIISA Project was developed by SKI-HI Institute at Utah State University. The
purpose of the project is to provide inservice training to early intervention and early
childhood professionals working with children ages birth to five who are blind and
visually impaired and their families in a variety of early intervention settings.

The format of the inservice training involves two separate courses. An Infant Course and
a Preschool Course. Each course involves four days of on-site sessions (two days at a
time) and homestudy assignments in between the two on-site sessions. Participants need
to plan to attend all four on-site days and complete homestudy assignments.

‘Who Should Attend?

Early childhood and early intervention professionals, consultants and educators of
children with visual impairment, preschool teachers, infant specialists, developmental
specialists, home visitors, family members and others.

Inservice Format
The format for each course will consist of:

* An initial home study assignment;

* An initial 2 day on-site class;

» Seven - eight assignments and readings (located in theHome Study Manual) to
be completed and mailed to the trainer for feedback and to be submitted at the
end of the course in the form of a portfolio;

* A final 2 day on-site class, approximately 10 - 12 weeks after the first one;

* Content and skills taught through lecture, video, discussions, small group
application of case studies, observation, and practical experiences.

Course Descriptions
Infant Course (Course One)

The Infant Course (Course One) focuses on early intervention for infants and toddlers
with blindness and visual impairments and their families.

Program Objectives
At the conclusion the participants will:
* be familiar with the unique needs of infants and toddlers who are visually

impaired and their families
* gain basic knowledge of how to work with families

VIISA Project
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* know how to observe and assess the needs of infants and toddlers and
develop IFSPs

* become familiar with how to access services, resources, and supports for
transition

* gain basic knowledge of intervention techniques, curricula, and materials

Content Areas

vision impairments/effects/ medical information
vision development
communication/socialization

families and service delivery options

motor and orientation and mobility

touch and hearing

cognition and play

routines

other impairments/prematurity

assessments, IFSP, transitions

Preschool Course (Course Two)

The Preschool Course (Course Two) focuses on preschoolers ages three through five with
blindness and visual impairments in educational and community settings.

Program Objectives
At the conclusion the participants will:

* be familiar with the unique needs of preschoolers who are visually impaired;

* know how 10 observe and assess the needs of preschoolers and develop IEPs;

* become familiar with how to access services, resources, and supports for
transition;

* gain basic knowledge of intervention techniques, curricula, and materials;

* gain understanding of needed compensatory skills, socialization, school
readiness and behaviors unique to the child with visual impairment.

Content Areas

center-based setting with preschoolers

daily living skills/socialization skills
cognition and concept development
onentation and mobility

additional impairments

keeping family involved

assessments and IEPs

transitions and elementary school placements

For More Information

Contact Debby Oppel Holzapfel at 1 800 446 5607 ext. 222 (in PA only) or 412 961 0294
ext. 222.
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Training Dates, Locations, and Times
Western Area
Infant Course (Course One)
- Monday and Tuesday, November 11-12, 1996
Thursday and Friday, January 30-31, 1997
(Snowdate Thursday and Friday, February 13-14, 1997)
Preschool Course (Course Two)
Thursday and Friday, February 20-21, 1997
(Snowdate Thursday and Friday, March 13-14, 1997)
Thursday and Friday, May 8-9, 1997
Time 9:00 AM - 4:30 PM

Location
Westmoreland Intermediate Unit 7, Greensburg, PA -

Eastern Area
Infant Coitrse (Course One)
Friday and Saturday, October 4-5, 1996
Friday and Saturday, December 6-7, 1996
Preschool Course (Course Two)
Friday and Saturday, March 7-8, 1997
Friday and Saturday, May 2-3, 1997
Time 9:00 AM - 4:30 PM

Location
Bucks County Intermediate Unit 22, Doylestown, PA

Registration Information

* Pre-registration is required to insure course materials are mailed in advance of the
course so that you may complete the first home study assignment and preview the
manuals.

 Registration is limited to 2 maximum of 30 participants.

* You must attend both on-site classes and complete the home study assignments.

* There is no registration fee.

* If you cancel, please allow WISC enough time to notify someone who may be on a
waiting list.

* Lunch is at cost. We will make arrangements on the training day to be most efficient.

« For more information contact Debby Oppel Holzapfel at 1 800 446 5607 ext. 222 (in
PA only) or 412 961 0294 ext. 222.
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* If you have special needs as addressed by the Americans with Disabilities Act and need
assistance during any of these trainings, notify Ethel Silliman at the Western Instructional
Support Center by phone at 1 800 446 5607 ext. 250 (in PA only), 412 961 0294 ext. 250

(V), 412-443-1310 (FAX) or 412-443-0671 (TTY). Reasonable efforts will be made to
accommodate you.

REGISTRATION FORM FOR VIISA PROJECT

Please print or type the following information.
DATE/LOCATION you will attend
NAME

ROLE/ JOB ASSIGNMENT
FACILITY

(Please check __, if this is your home address.)

ADDRESS

CITY/STATE/ZIP

PHONE DAYTIME SCHOOL DISTRICT
Please indicate if you need: Oral Interpreter

—_ PSE/ASL Interpreter
— Amplification System, please specify

Materials Accommodation
Other, please specify

Mail this form to:

Ethel Silliman/VIISA

Western Instructional Support Center
5347 William Flynn Highway
Gibsonia, PA 15044

Q VIISA Project 4 /
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SKI*HI Project

Sponsored by
PennTech, WISC and Early Intervention Technical Assistance (formerly FFEIS)

 SKI*HI Project

The SKI-HI Project was developed by SKI-HI Institute at Utah State University. The
purpose of the project is to provide inservice training to early intervention and early
childhood professionals working with children ages birth to five who are deaf or hard of
hearing and their families in a variety of early intervention settings. Because hearing loss
has a profound effect on a child's communication and language development, early
intervention by trained professionals is critical.

Who should attend?

Early childhood and early intervention professionals, consultants and educators of
children who are deaf or hard of hearing, preschool teachers, infant and developmental
specialists, home visitors, family members and others.

Program Objectives
At the conclusion the participants will:

be familiar with the unique needs of infants, toddlers and preschoolers who are deaf
or hard of hearing and their families

be familiar with the SKI-HI rationale for early home intervention and the major
components of the SKI-HI program

expand their skills in working in partnership with families using SKI-HI
resources to develop information and skills for helping the child progress

know how to observe and assess the needs of infants, toddlers and preschoolers and
develop IFSPs or IEPs setting relevant goals and an implementation process

become familiar with how to access services, resources, and supports for transition

gain basic knowledge of intervention techniques, curricula, and materials

Inservice Format
The format for each course will consist of:

* An initial home study assignment

An initial 2 day on-site class

Seven assignments and readings (located in the Independent Home Study Manual)
to be completed and mailed to the trainer for feedback prior to the final 2 day on-
site class

A final 2 day on-site class, approximately 10 - 12 weeks after the first one

Content and skills taught through lecture, video, discussions, small group
application of case studies, observation, and practical experiences.

Submission of the eight home study assignments in the form of a portfolio at the
end of the course

SKI*HI Project 1 108



Training Dates, Locations and Times

Fall Session

Friday and Saturday, September 20 & 21, 1996 and December 6 & 7, 1996 at PennTech,
Harrisburg

S'pring Session
Friday and Saturday, February 21 & 22, 1997 and May 16 & 17, 1997 at the Western
Instructional Support Center, Pittsburgh.

Times 9:00 AM to 4:30 PM
For More Information

Contact Anita Iurlano at 1 800 446 5607 ext. 221 (in PA only) or 412 961 0294 ext. 221.

Registration Information

* Pre-registration is required to insure course materials are mailed in advance of the
course so that you may complete the first home study assignment and preview the
manuals. .

* Registration is limited to a maximum of 25 participants.
* You must attend both on-site classes and complete the eight home study assignments.

* There is no registration fee. If you cancel, please allow WISC enough time to notify
someone who may be on a waiting list. Lunch is on your own; you may bring a brown
bag or we will order in so as to be most efficient.

* To begin the course you will need copies of the 1993 Edition of the SKI-HI Model-A
Resource Manual for Family-Centered Home-Based Programming for Infants, Toddlers
and Preschool Aged Children with Hearing Impairments (Item #103), SKI-HI Summary
and Challenge Sheets (Item #300) and SKI-HI Language Development Scale (Item #401).
The cost of the materials is $117.20 (includes 10% Shipping and Handling). You can
order the materials from Hope, Inc., 55 East 100 North, Suite 203, Logan, UT 84321,
(801) 752-9533 (phone/fax). Materials for the Fall Session Course may be borrowed
from the project and will be mailed to participants in late August. These materials must
be returned to the project at the completion of the course.

* For more information contact Anita Iurlano at 1 800 446 5607 ext. 221 (in PA only) or
412 961 0294 ext. 221.

* If you have special needs as addressed by the Americans with Disabilities Act and need
assistance during any of these trainings, notify Ethel Silliman at the Western Instructional
Support Center by phone at 1 800 446 5607 ext. 250 (in PA only), 412 961 0294 ext. 250
(V), 412-443-1310 (FAX) or 412-443-0671 (TTY). The Pennsylvania Relay Center TDD
users number is 1-800-654-5984. Reasonable efforts will be made to accommodate you.
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REGISTRATION FORM FOR PROJECT SKI-HI

Please print or type the following information.

DATE/LOCATION you will attend

NAME

ROLE/ JOB ASSIGNMENT,

FACILITY

(Please check __, if this is your home address.)

ADDRESS

CITY/STATE/ZIP

DAYTIME PHONE SCHOOL DISTRICT

Please indicate if you need: __ Oral Interpreter
—_PSE/ASL Interpreter
— Amplification System, please specify
__Materials Accommodation
—_ Other, please specify

Mail this form to:

Ethel Silliman

Western Instructional Support Center

5347 William Flynn Highway

Gibsonia, PA 15044

SKI*HI Project ik 3110




INSITE Project

presented by
Pennsylvania Deaf-Blind Project and
Early Intervention Technical Assistance (formerly FFEIS)

INSITE Project

The INSITE Project was developed by the SKI*HI Institute of Utah State University. The
INSITE model is a comprehensive intervention model for families of children who have
multiple disabilities and sensory impairment, including children who are deaf-blind, between
the ages of birth and five years. The training prepares professionals to be parent advisors
helping families acquire information, skills and support in facilitating the development of their
young children who have sensory impairments combined with other handicaps. The training
includes a comprehensive overview of the rationale and organization of the INSITE model,
including early identification, administration and supportive service components.

Who should attend?

Early childhood and early intervention professionals, consultants and educators of children
who are deaf or hard of hearing, consultants and educators of children who are visually
impaired or blind, consultants and educators of children who are deaf-blind, preschool
teachers, infant and developmental specialists, home visitors, family members and others.

Program Objectives

At the conclusion the participants will:

* be familiar with the unique needs of infants, toddlers and preschoolers with multiple and
sensory impairments, including deaf-blindness

* be familiar with the INSITE rationale for early home intervention and the
major components of the INSITE program

« expand their skills in working in partmership with families using INSITE resources to
develop information and skills for helping the child progress

« know how to observe and assess the needs of infants, toddlers and preschoolers and
develop IFSPs or [EPs setting relevant goals and an implementation process

« gain basic knowledge of intervention techniques, curricula, and materials for
communication, audition, vision, motor, self care, cognition

«accomplish other goals determined through local needs

Inservice Format
The format for each course will consist of:

« An initial home study assignment

« An initial 2 day on-site class

* Assignments and readings to be completed and mailed to the trainer for feedback prior to
the final 2 day on-site class '

« A final 2 day on-site class, approximately 10 - 12 weeks after the first one

« Content and skills taught through lecture, video, discussions, small group application of
case studies, observation, and practical experiences.

INSITE Project )
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* Submission of the home study assignments in the form of a portfolio at the end of the
course

Training Dates and Locations

Training will be arranged at the request of local agencies. A priority exists to provide trainin
in local areas, and to agencies serving families and their children who are deaf-blind, or who
are at-risk for deaf-blindness.

A fall 1996 session is scheduled in the Pittsburgh area at a local agency. A limited number of
addditional participants may be added to this workshop. Please call Juli Baumgarner or Mary
Frey (listed below) for more information.

For More Information

Contact Juli Baumgarner at 800-446-5607 ext. 238 (in PA only) or 412-961-0294 ext. 238;
or Mary Frey at 800-360-7282 or 717-541-4968.

Registration Information

* Pre-registration is required to insure course materials are mailed in advance of the course so
that you may complete the first home study assignment and preview the manuals.

* Registration is limited to a maximum of 25 participants.
* You must attend all on-site classes and complete the home study assignments.

* There is no registration fee. If you cancel, please allow us enough time to notify someone
who may be on a waiting list. Lunch is on your own; you may bring a brown bag or we will
order in so as not to disrupt the training.

* Due to limited financial resources, we will ask participants to bring manuals from their
agencies, or to share. If this is not feasible, materials may be loaned from the Deaf-Blind
Project.

* If you have special needs as addressed by the Americans with Disabilities Act and need

assistance during any of these trainings, notify Nancy Lehr at PennTech by phone/TDD at
800-360-7282 (PA only) or 717-541-4960, or 717-541-4968 (FAX). The Pennsylvania
Relay Center TDD users' number is 1-800-654-5984. Reasonable efforts will be made to
accommodate you.

INSITE Project
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Strategies
for Working with
Young Children with

Sensory Impairments
Mary Frey Mary Anketell
Pennsylvania Deaf-Blind Project Early Intervention Technical Assistance
6340 Hank Drive, Suite 600 6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764 Harrisburg, PA 17112-2764
(800) 360-7282 (800) 360-7282
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BEGINNING COMMUNICATION
WITH INFANTS, TODDLERS,
AND PRESCHOOL AGE CHILDREN
WHO HAVE SENSORY
AND/OR MULTIPLE IMPAIRMENTS

~

J

\—

<

Mary R. Frey
Education Consultant
¢ Pennsylvania Deafblind Project &
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764
800-360-7282 (PA only)
717-541-4960
¢
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Shared Opportunities:
Increasing Literacy and Communication Opportunities
for Children with Deafblindness

Welcome to the fourth workshop in a series of quarterly institutes - Literacy for
Students with Sensory Impairments sponsored by the PA Deafblind Project!

The Project is quite excited to have Carolyn Monaco as our guest speaker. Carolyn
has worked as an instructor and consultant in the field of deafblindness for 21
years in Canada and internationally. She also provides training for intervenors at
George Brown College on a part time basis. The Project hopes to welcome her back
to Pennsylvania over the next few years to provide intervenor training for
paraeducators who work with individual students with deafblindness.

Participating today is a wonderful blend of parents, guardians, educators, _
paraeducators, early interventionists, consultants, occupational therapists, and
speech/language pathologists. Please take advantage of the opportunity to
exchange knowledge and share skills as you work on experience books.

You are receiving a certificate of participation from the Project for the workshop.
A total of .6 CEU (continuing education units) are available from the Pennsylvania
College of Optometry for a fee.

Enjoy your day!

L would like to thank: Margie Briley for being available to facilitate the day! Jeanne Beck-Gardier
and Kathy Scott for providing childecare activities!/ Nancy Lehr for working on details - registration,
tmaterals, handouts, etc.! Judy and Stephanie Car/ for whatever needed to be done at the moment!

Mary R. Frey L
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Deafblind Education: A Path for
Communication, Instruction, and
Positive Behavior Support

Perwn Staete Undversily

Monday Tuesday Wednesday Thursday Friday
August 9 August 10 August 11 August 12 August 13
morning morning morning morning morning
Foundations of Enhancing Enhancing Establishing Instructional
Deafblind Communication Communication Positive Design and
Education Skills in Students | Skills in Students Behavioral Learning
Who Are Who Are Support for Techniques
Deafblind Deafblind Students Who
Are Deafblind L
Stephanie Stephanie Stephanie Chigee Cloninger,
McFarland McFarland McFarland Anne Malatchi Susan Edelman
afrernoon afternoon afternoon afternoon afternoon
Foundations of
Deafblind Enhancing Establishing Instructional Instructional
Education Communication Positive Design and Design and
Skills in Students Behavioral Learning Learning
Who Are Support for Techniques Techniques
Deafblind Students Who ' '
Are Deafblind _ :
Stephanie Stephanie Chigee Cloninger, | Chigee Cloninger,
McFariand McFarland Anne Malatchi Susan Edelman Susan Edelman

* For registration details or more information, contact the PA Deafblind
Project at 1.800.360.7282 ext. 3115 (PA only) or 1.717.541.4960 ext. 3115.

Participants are encouraged but not required to attend this active training as teams. PA teams may be
eligible for monthly onsite visits and follow-up training by education consultants during the 1999-2000
school year. Cost for the course is minimal. Learning Awards available to assist with costs, if needed.
The Deafblind Education course is being held in conjunction with the Summer Autism Institute and in
partnership with the PA Department of Education and Penn State University, College of Education.
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====================================1

ATTN:
Parents, educators, service providers, paraeducators, therapists

One week course on Dearblind Education!

Wonderful opportunity to learn about children with combined
vision and hearing impairments, to network with others who
educate and provide services to the children, to interact with
family members of the children.

PA Deafblind Project
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764

Please share with others who may benefit from this information.
Thanks!
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Deafblind Education: A Path to Communication, Positive Behavior

General agenda

Monday, August 9, 1999

all day . S
Stephanie MacFarland, Ph.D. '
Foundations of Deafblind Education .

Tuesday, August 10, 1999
all day

Stephanie MacFarland, Ph.D.
Enhancing Communication Skills in Students Who Are Deafblind

Wednesday, August 11, 1999
morning

Stephanie MacFarland, Ph.D.
Enhancing Communication Skills in Students Who Are Deafblind (continued)

afternoon
Anne Malatchi, M.A. .
Establishing Positive Behavioral Support for Students Who Are Deafblind

Thursday, August 12, 1999
morning
Anne Malatchi, M.A.

Establishing Positive Behavioral Support for Students Who Are Deafblind (continued)

afternoon
Chigee Cloninger, Ph, D. Susan Edelman, Ed. D.
Instructional Design and Learning Technigues

Friday, August 13, 1999

all day :

Chigee Cloninger, Ph. D. Susan Edelman, Ed. D.
Instructional Design and Learning Techniques (continued)

= Each day, there is a scheduled morning break, a lunch break, and an afternoon

& break. Dinner is on your own, except for Thursday. The PA Deafblind Project is
sponsoring a dinner.



Local Transition Team Training #4
PennTech, Harrisburg

co-sponsored by :
The PA Deaf-Blind Project and )
The Helen Keller National Center - Technical Assistance Center

Agenda

Tuesday, October 8, 1996

12:30 - 1:00p.m. Registration - Conference Rooms A/B
1:00- 1:15 p.m. Ice breaker
1:15- 2:00 p.m. Introduction to State/Community Team Partnerships
2:00 - 2:30 p.m. Key Aspects of Interagency Collaboration
2:30-2:45p.m. Break
2:45 - 3:45 p.m. Mission and Team Goals
3:45 - 5:15 p.m. Meeting Effectiveness - Nuts and Bolts
Action Planning
5:15 - 5:30p.m. Kaizen - Evaluation
6:00 p.m. Dinner at Best Western Country Oven Dining Room




8:30-9:00 a.m.

9:00 - 10:30 a.m.

10:30 - 10:45 a.m.

10:45 - 11:15 a.m.

11:15 a.m.- 12:45p.m.

12:45 - 1:30 p.m.

1:30 - 2:30 p.m.

2:30 - 3:15 p.m.

3:15-3:30 p.m.

3:30 p.m.

Agenda

Wednesday, October 9, 1996
Registration, informal gathering of old/new team members
State Team - introduce members

Cohort highlights
Sharing - Team Updates

. Discuss date, format of LTT #5

Break
“Transition Connections: Planning Today -- Creating Tomorrow"

IDEA Guidelines

Informal Assessments

Housing :

Natural Supports

Parent Survey, Vocation Training

Post Secondary Training

Funding Changes with Assistive Technology, Survey Info
Funding Booklet

Funding Sources for Employment (supported vs competitive)

Lunch

“Participating in your own L.LE.P.”
Person-centered Transition, Statement of Transition Forms
Connection between instructional areas and |.E.P.
and Transitional Plans: Current PA format
Banking Diplomas
Team Plan: application and planning

Team Self-evaluations
Team Action Planning
Report Back

Kaizen, Satisfaction Evaluation of Training
PennTech evaluations

Have a safe trip home !

MRF/8-15-96/LTT
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DRAFT AGENDA
TRANSITION TRAINING

NOVEMBER 12, 1998

9:15-9:45 Registration and Coffee
9:45-10:30 Introductions and Opening Remarks

10:30 = 11:10 Dr. Paul Loera, Center on Deafness, Western PA
School for the Deaf

11:10 - 11:30 Q & A with Dr. Loera

11:30 — 11:45 Team Sharing for those teams using MH input:
What's Working, What’s Not

11:45 - 12:15 Case Study Outcomes Map
12:15-1:00 Lunch
1:00-1:30  What are we Learning?

1:30-2:30  Report Out: Focused Feedback on Case Study
Outcomes Map

2:30-2:50  Action Plan and Set Next Date

2:50-3:00 Kaizen



WEeSTERN INSTRUCTIONAL SupPORT CENTER

5347 william Flynn Highway
Gibsonia, PA 15044-9644
724/443-7821. Toll Free: 800/446-5607 (PA Only)

Instructional Support System Fax: 724/443-1310 « TTY 724/443-0671 (PA Relay)
of Pennsylvania E-Mail: wise@wisc.org
Pennsylvania Department of Education hup:/iwww.wisc.org/

Second Quarterly Institute for Educators
Serving Students with Sensory Impairment/Low Incidence

Literacy for Students with Visual Impairments
Videoconference

November 24, 1998

Sponsored by: The Instructional Support System of Pennsylvania
Presenters:

Meryl Lazar, Ph.D., Institute for Practice and Research,
School of Education, University of Pittsburgh

Kathleen Jacobs Shoop, Learning Research and Development Center,
University of Pittsburgh

Agenda
8:45 Teaching Reading and Writing (see outline)
11:45 Lunch
12:45 How does this information relate to teachers of students with visual impairments?

Action plan review with site facilitator with teachers of students who are deaf and
hard of hearing.

1:45 How does this information relate to teachers of students who are deaf and hard of
hearing?

Action plan review with site facilitator with teachers of students with visual
impairments.

2:45 Debriefing, action planning and evaluation
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Quarterly Institutes
for Educators Serving Students with Sensory
- Impairments/Low Incidence

What are the Quarterly Institutes?

« An ongoing series of interactive trainings which will focus on Literacy and Students with Sensory
Impairments which will take place four times throughout the 1998-99 school year.

« They will be provided for low incidence service providers in order to address the Governor’s Agenda

concerns, IDEA 1997 and the needs of the field.
+ Graduate credits and continuing education units are available.

Expected Outcomes

+ Students with sensory impairment receive appropriate services and supports.
s Sufficient number of trained personnel are available to provide services.

Who May Benefit?

e Service providers serving students with visual impairments, students who are deaf and hard of
hearing, and students who are deafblind

Theme: Literacy for Students with Sensory Impairments

Goals

. Address assessment, instruction and support strategies implementing adult learning principles in
order to identify strategies that will ensure more success in communication, reading and writing
skills for students with sensory impairments/low incidence.

. Promote a broader sense of literacy for all students with sensory impairments.
. Utilize assessment and observation skills used to evaluate appropriate literacy tools.
. Introduce and adapt literacy activities for all learners.

First Quarterly Institute
Statewide held in Pittsburgh Area August 18 - 20, 1998
Eastern Area September 22 - 24, 1998
Statewide Educational Interpreters  August 17 - 20, 1998

This statewide Educational Interpreters training is offered to those who have taken the Educational
Interpreter Performance Assessment (EIPA) training and will address skill areas that need

development.
Second Quarterly Institute November 24, 1998 8:45 AM - 3:15 PM
Third Quarterly Institute February 17, 1999 8:45 AM - 3:15PM
Fourth Quarterly Institute June 8, 1999 8:45 AM - 3:15PM

The second, third and fourth quarterly institutes will be held at Western Instructional Support Center,
Central Instructional Support Center, and Eastern Instructional Support Center utilizing videoconference
and interactive learning.
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First Quarterly Institute

Focus I - Literacy and Students with Sensory Impairments

Who should attend?

*  Educators in the field of deaf and hard of hearing
* Educators in the field of visual impairment
*  Educators of students with dual sensory impairments

Areas to be covered

* Assessing “visual listening” skills and acquiring visual storytelling strategies
® Assessing learning media through interactive learning
e Observations tools

* Providing good assessment information for the comprehensive evaluation report (CER) and
individualized education program (IEP) that flows one from to the other

e Broader sense of literacy for all students
e Practice and implement skills learned
e Customized action plans for follow-up

A. Pittsburgh Area
When August 18 - 20, 1998

Tuesday 12 PM - 5 PM (registration 10:30 -12:00, lunch available)
Wednesday 8 AM-5PM
Thursday 8AM - 12 PM

Where Western Pennsylvania School for Blind Children
201 North Bellefield Avenue
Pittsburgh, PA 15213
412-621-0100

Directions/map will be sent upon request on registration form.

Costs

Some costs for housing and meals will be supported by Pennsylvania Department of
Education, Bureau of Special Education, through the Instructional Support System.

No cost for housing if staying at Western Pennsylvania School for Blind Children, l
WPSBC, (dormitory setting with air conditioning, linens and parking provided; a mirror,
hangars and lock are suggested; doors lock at 11:00 PM). Make reservation only on form
provided through Western Instructional Support Center and not with WPSBC.

Accommodations are also available (at your own cost) at the Holiday Inn University Center
in Oakland for $84.00 per night, 14% tax, and parking at S14 per day prior to July 27.
You must make you own reservation by calling 412-682-6200 and indicate you are with I
Literacy and Students with Sensory Impairments/Debby Holzapfel. Guests must also

present “notice” obtained from Debby Holzapfel. If reservations are made after July 27,
group rate will not apply and cost will be $139.95 plus 14% tax and $14 per day parking. '
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All meals provided at Western Pennsylvania School for Blind Children are at no cost.

Reservations for rooms and meals must be made through registration form and not through
WPSBC.

Transportation is not included.

Credits

Graduate level credits are available from the University of Pittsburgh at a cost of $317
per credit (3-4% increase expected July 1), $35 application fee and $18 associated fees.

Continuing education units are available through:
« University of Pittsburgh for $150 with no certificate; or
« Pennsylvania College of Optometry at a cost of $35 with a certificate.

The first quarterly institute is available for one credit; involvement throughout the year will
provide 2 credits. One credit per 15 hours in classroom time and two credits per 30 hours

are available throughout the year.

B. Eastern Area - Eastern Instructional Support Center

When September 22 - 24, 1998

Tuesday 9 AM - 3:30 PM (registration 8 - 9 AM)
Wednesday 9 AM - 3:30 PM
Thursday 9 AM - 3:30 PM

Where Eastern Instructional Support Center
200 Anderson Road
King of Prussia, PA 19406
800-441-3215

Directions/map will be sent upon request on registration form..

Costs
Lunch will be provided at Eastern Instructional Support Center.
No overnight accommodation costs will be covered.

Accommodations are available at the Hampton Inn in King of Prussia for $83 per night
with 8% tax. You must make you own reservation by calling 610 962 8111 and indicate
you are with Literacy and Students with Sensory Impairments/Debby Holzapfel. Guests
must also present “notice” obtained from Debby Holzapfel.

Transportation is not included.
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Focus II

Who should attend?

Outcomes

When

Where

Costs

Reservation must be made through registration form and not through WPSBC.

Credits

Educational Interpreters who have taken the Educational Interpreter Performance
Assessment (EIPA)

* Participants shall understand at least 3 major factors contributing to the understandability
of a whole message

* Participants shall begin to apply these major factors to their own interpreting

* Participants shall learn tools for developing these factors at home

August 17 - 20, 1998 (statewide) -

Monday 9 AM - 4 PM (registration 8 - 9 AM, lunch available each day)
Tuesday 9 AM -4 PM
Wednesday 9 AM -4 PM
Thursday 9 AM-4PM

Western Pennsylvania School for Blind Children area
201 North Bellefield Avenue

Pittsburgh, PA 15213

412-621-0100

Directions/map will be sent upon request on registration form.

No cost for housing if staying at Western Pennsylvania School for Blind Children,

WPSBC, (dormitory setting with air conditioning, linens and parking provided; a mirror, '
hangars and lock are suggested; doors lock at 11:00 PM). Make reservation only on form
provided through Western Instructional Support Center and not with WPSBC.

Accommodations are also available at the Holiday Inn University Center in Oakland for .
384.00 per night, 14% tax and parking is $14 per day prior to July 29. You must make

you own reservation by calling 412-682-6200 and indicate you are with Literacy and

Students with Sensory Impairments/Debby Holzapfel. Guests must also present the l
“notice” obtained from Debby Holzapfel. 'If reservations are made after J uly 27, group rate
will not apply and cost will be $139.95, plus 14% tax and $14 per day parking.

All meals provided at Western Pennsylvania School for Blind Children at no cost.

Transportation is not included.
Continuing education units are available through
* University of Pittsburgh for $150 with no certificate.\

*RID
* ACET
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SHARED EXPERIENCES: INCREASING LITERACY
AND COMMUNICATION OPPORTUNITIES
FOR CHILDREN WITH DEAFBLINDNESS
Pennsylvania Deafblind Project
{] Holiday Inn - Grantville
Friday 6/25/99 | Educator Learning Day Room
8:30 a.m. ‘ Registration Regency
9:00 - 11:45 a.m. Child Care Activities Pennsylvania
9:00 - 11:45 a.m. Session: Overview, rationale, application Regency
11:45 a.m.- 12:45 p.m. | Buffet Lunch Garden Grille Restaurant
12:45 - 4:45 p.m. Child Care Activities Pennsylvania
12:45 - 4:00 p.m. Session: Make It/ Take It, Evaluation Regency
4:00 - 4:45 p.m. May continue Make It/Take It Regency
4:45 p.m. Pick up children from child care Pennsylvania
5:00 - 6:30 p.m. Dinner Garden Grille Restaurant

Table of Contents

For the Learning Day From the Project

Welcome Letter Project Status Report

The Experience Book Handout | Q & A About the Project
Continuing Education Units Request for Resources
Certificate of Participation Information About Braille
Evaluation Summer Institute Registration

Information Update copy

Contact Information

Carolyn Monaco
Skills, Training & Resource Center, W. Ross Macdonald School
350 Brandt Avenue, Brantford, ON Canada N32 3J9
' E-mail: carolyn.monaco@sympatico.ca

Work: 519-759-0730 ext. 262

06/22/99 PA Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2764
800-360-7282 (tollfree in PA only); 717-541-4960; web site: http://cisc.k12.pa.us
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REGISTRATION INFORMATION

INTERAGENCY COLLABORATION: SUPPORTING STATE AND LOCAL
TEAM PARTNERSHIPS FOR INDIVIDUALS WHO ARE DEAFBLIND

Who is invited? «
Existing and newly formed transition teams for students with dual sensory impairments
are invited. Teams may include parents, students who are deafblind, teachers,
transition coordinators, representatives from community agencies such as MH/MR,
BVS, or other local resources.

What is the purpose of the workshop?

Objectives are:

» promote awareness of mental health issues and potential strategies for
individuals who are deafblind

« share successful team strategies regarding transition outcomes for individuals
who are deafblind, and

 assist teams in implementing effective practices.

When and where is the workshop?
The workshop on November 12, 1998, from 9:15 a.m. to 3:00 p.m. will be held
concurrently at:

Western Instructional Support Center -- Gibsonia, PA

And

Eastern Instructional Support Center -- King of Prussia, PA
Videoconference facilities as well as on-site discussions will allow teams to interact.
How do | register?
Please complete and return the enclosed registration form before October 30, 1998. If
you have any questions about the purpose of the workshop, please call Juli
Baumgarner (800.446.5607, ext. 238) or Mary Frey (800.360.7282, ext. 3005) at the
Pennsylvania Deafblind Project. |If you have questions about registration, location,
etc., please call Nancy Lehr (800.360.7282, ext. 3115). Thank you.

Agenda: November 12, 1998

9:15- 9:45 Registration and coffee

9:45-12:15 Introductions and opening remarks
Mental health issues (guest speaker: Dr. Paul Loera from the
Center on Deafness, Pittsburgh, PA)
Team outcomes with the mental health system

12:15 - 1:00 Lunch (provided)

1:00 - 3:00 Case study outcomes (supported employment, supported
living, recreation and leisure)
Focused feedback on case study outcomes
Team action planing
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10:00-
11:00-
11:15-
11:30-

- 12:00-

12:45.
2:30-
2:45-

11:00
11:15
11:30
12:00

12:45
2:30
245
3:00

Juli Baumgarner,

Pennsylvaniq Deafblind Project

Education Consultant
Molly Black, Family Consu]tant

Registration
Welcome, Introductions
IDEA 97 and deafblindness

Communication partners: Opportunities and
responsiveness

Lunch
Video: Making the Mo

st of Early Communication
Behavior, Resources
Discussion, Evaluatjons



ning will be used to help you apply what you have learned.

school, community.

You e Me

This workshop includes the topic of communication programming, the use of paraprofessionals to
support students who are deafblind, and other aspects of deafblind education. Videotapes of Riley Ford, a
student who is deafblind, will be viewed during the workshop. Discussion, written materials, and action plan-

Educational programs succeed because of the coordinated commitment of team members -- home,

sk Your family is to encouraged to invite one person from your child's team 3%
(e.g., teacher, therapist, nurse, aide, caretaker) to attend the workshop.

SCHEDULE: 9:00 a.m. - 10:00 a.m.
10:00 a.m. - noon

Noon

1:00 p.m. - 2:00 p.m.
2:00 p.m. - 3:00 p.m.
3:00 p.m. - 4:00 p.m.

Registration and socializing
Introduction to a student who is
deafblind

Role of the paraprofessional

Buffet lunch (no cost)

Family activity

Communication: Choosing and Using
Applying what you've learned

Child care provided for children up to age 16.

Detach and mail to: PA Deafblind Project, Attn: Nancy Lehr,
6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2764

-
L
v .
N . =
& 3 = 3 N oz T8 P
£5% & § = 8 £ 2EN
c v . S = S — —_ € &~
. SG Y - = £ ] s .Q S e
2 = L2 =S O Q % -] Ry
= S oo o 3 Q = ° o O s 28
= S & &8 o0 = = =3 e g =85
z =z 2 & < =B = 2 w £ £ &

APPLICATION DEADLINE: WEDNESDAY, SEPTEMBER 10, 1997

®

oPESURETO COMPLETEBOTHSIDES. = = = = = =9 2 =5 = = = 9 =3 < =

L

138



el . Avd
i VI LVAYLAY
A . | ) NN\ ONINY VAT
(paptaoid youny)-. ATIIANVA
‘wd 00t - W' 00:6 TYNOIODIY

PR AT

SN AN AN AN N —
-

*** OL XTI VA
L661 ‘LT 1quardag g . YNOAXA SALIANI
Kepimeg - : LO3dArodd

—— ' aNI1givada
I 2 1OL, =] : VINVATASNNAd

PA DEAFBLIND PROJECT
C/0 CENTRAL INSTRUCTIONAL SUPPORT CENTER .
6340 FLANK DRIVE, SUITE 600

HARRISBURG, PA 17112-2764

Address

Phone # (daytime) ( )

We wish to attend:

Q East - Holiday Inn. Morgantown, Berks County
Q West - Holiday Inn. Hermitage. Mercer County
Total # attending

You will receive a confirmation letter with directions to hotel and other details.
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Strategies for Learners who are Deaf-Blind

October 19, 1996
PA Deaf-Blind Project
at the Hermitage Holiday Inn

Presenters: Juli Baumgarner, Margaret Briley, Linda Critchlow

Learning Objectives:

*Participants will understand and plan to apply essential information about
distance sensory impairments and how these impairments can affect
students who are deaf-blind.

*Participants will understand the key role of family in the education of a
student who is deaf-blind and the vital importance of a team approach.

*Participants will understand the vital role and many options for
communication for students who are deaf-blind.

*Participants will understand and plan to apply strategies and adaptations
for learning in the classroom and or home environment.

Agenda:
Breakfast (only for those staying overnight on Friday)
Use your voucher in the main restaurant.
9:30- 9:45 Registration
9:45-10:00 Introductions
Overview
10:00-10:30 Characteristics of learners who are deaf-blind
Exploring the environment
10:30-10:45 | Break
10:45-11:15 Learning from your students
Impact of vision and hearing on learning
11:15-12:15 Every child is a communicator
12:15- 1:15 Lunch
1:15- 2:00 A functional classroom environment
2:00- 2:15 Break
2:15- 2:45 It can be done!
2:45- 3:15 Action planning session
3:15- 3:30 Evaluations
3:45- 4:30 Dinner




PennTECH

6340 Flank Drive, Suite 600
Harrisburg PA 17112-2764
717-541-4960

Toll free 800-360-7282 in PA only
Fax 717-541-4968

TT 800-654-5984 (PA Relay)

Instructional Support System

of Pennsylvania

Pennsylvania Department of Education
Pennsylvania Department of Public Welfare

Strategies for Learners who are Deaf-Blind

September 7, 1996
PA Deaf-Blind Project _
at Overbrook School for the Blind

Presenters: Juli Baumgarner, Mary Frey

Learning Objectives:

*Participants will understand and plan to apply essential information about
distance sensory impairments and how these impairments can affect
students who are deaf-blind.

*Participants will understand the key role of family in the education of a
student who is deaf-blind and the vital importance of a team approach.

*Participants will understand the vital role and many options for
communication for students who are deaf-blind. _

*Participants will understand and plan to apply strategies and adaptations
for learning in the classroom and or home environment,

Agenda:
9:30-10:00 Registration
10:00-10:45 Introductions
Overview
10:45-11:15 Characteristics of learners who are deaf-blind

Exploring the environment
11:15-11:30 Break

11:30-12:00 Learning from your students
12:00- 1:00 Lunch
1:00- 1:20 Impact of vision and hearing on learning
1:20- 2:15 A functional classroom environment
2:15-2:30 It can be done!
2:30- 2:45 Break
2:45- 3:25 Every child is a communicator
3:25- 3:45 Action planning session
3:45- 4:00 Evaluations
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Behavior Issues in Children With Multlple
And Sensory Impairments

' Children with multiple and sensory

impairments may use unique or
idosyncratic behaviors for a variety of
reasons. When these behaviors
interfere with the child's ability to leam’
about the world, itis necessary to
examine the potential reasons for the
behavior. Team meetings, functional
behavior assessment, person-centered
planning, and other tools may be used
to help develop a plan to enhance the
child’s opportunities to leam. itis
critical to consider effectiveness of
communication and appropriate
sensory input when focusing on
behavioral issues for children with
multiple and sensory impairments. This
information can be combined with the
FIVE-STEP PROCESS FOR POSITIVE
BEHAVIOR SUPPORT. For more
information about this process, or to
request a copy of the Guidelines:
Effective Behavior Support, please
consult your Intermediate Unit Behavior
Support Specialist or the PA Deafblind
Project. Here is a very brief sample of
the five-step process.

STEP 1. Conduct a functional assessment.

What happens before and after the behavior?

Is the behavior helping the child avoid a task?-

Is the behavior used to gain attention?

Does the child have effective ways to communicate?

Are there any medical or physical causes?

STEP 2. Develop hypothesis statements.

“We think she bangs her head because she doesn’t know
whatis next...”

STEP 3. Develop an effective behavioral support.

“To prevent head-banging, we will let her know what is next
by using touch cues, object cues, and a calendarbox. If she
bangs her head, we will....”

STEP 4. Evaluation effectiveness.

“We will take data across different people and situations to
see if she reduces head banging as she leams about her
world through the touch cues, object cues, and a calendar

box....”

STEP 5. Modify support plan as needed.

“We will increase consistency of responses to the child by
training additional people to provide systematic inputand to
respond in consistent ways.
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The following chartis a description of behaviors sometimes seen in children with sensory impairments. Itis provided
for you as an example, and is not meant to be exclusive of other information that a team may discover.

» Frustration
> Needs something to do that is
meaningful to him/her

- Unconventional Behavior Possible Reasons - Practical Strategies
Head banging > Boredom > Use routines to ensure participa-
Body rocking > Frustration tion.
> Needs a break > Analyze the potential communica-
> Need for stimulation due to tive purpose(s).
sensory loss > Help the child leam a “break”
> Limited opportunities to move signal, symbol, sign or word.
around > Accommodate and adapt for
> Not sure of what is happening sensory loss. '
> Use vestibular motion, when
con textually appropriate, such
as with a swing or rocking chair.
» Use cues or otherinput, matched
to the child's sensory and
communicative levels, to provide
input about what is happening.
Eye poking > Frustration > Make sure that the child has
> Need for stimulation due to chances to be successful.
sensory loss > Introduce meaningful and interest-
» Decreased sensation of pain ing sensory stimuli.
> Actual physical cause of pain » Use touch and movement
activities. '
> Always check for medical causes
with family and medical person-
nel.
| Hand biting » Needs input to hand and mouth > Help the child leam to use hands

in functional ways.

> Introduce the activity, pace the
activity, and help the child indicate
when the activity is finished.

> Make sure the child is actively
participating in the activity.

» Determine motivators and prefer-
ences for the child.
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Considerations in IEP Development for Children Who Are Deafblind
by Mary R.Frey, M.EQ., Education Consultant, Pennsylvania Deafblind Project

The IEP ( individualized Education Plan) is a written plan that tells what special education
program and services the child will receive.The IEP is written at a conference by a team
which includes the child’s parents. ...An IEP must include all the programs and services
necessary to meet the child’s individual needs as identified duning the evaluation or re-
evaluation process. (Mancuso, et. al., 1991, p.13.)

Betore the IEP meeting

Assessment is an on-going process of information gathering. When formal and informal evaluation results
are reviewed, they identify the child’s needs and strengths. The information is the base for future
directions of the IEP goals and objectives.

With a younger child, the INSITE checklist or Callier-Azuza is helpful. A number of personal futures
planning tools, such as the MAPS or PATH processes can also be used to gather information - history,
likes/dislikes, skills/needs, etc. - about the child who is deafblind. Identification of how the child receives
information, preferred learning style, and modes of communication are considered. :

Parents need access to therapy reports and other evaluative information before the IEP meeting is held
so they have time to read, absorb, and question. Holding a preplanning meeting or phone calls with the
rest of the IEP team members may be ways for all to share equally in voicing their concerns about the child
and answering questions about the child's current status. Parents need to consider what the priorities for
learning are for the child. Make note of the areas that evaluators found difficult for the child.

During the meeting

Family participation is integral to the IEP process and parents are to be active members of the team. Family
members are the child's primary teachers. The child should participate in the actual conference to the best
of his/her abilities. When it is not feasible for the child to be present, having a photograph on the table can
remind the team to stay child-centered during the planning process.

When the team meets to discuss and write an IEP for a child who is deafblind, the impact of the dual
sensory impairments upon the child and upon the methods of communication and instruction must be
recognized. Efforts to promote the use of existing hearing and vision while providing appropriate
accommodations throughout the plan are important. The IEP is to be functional, relevant, and age
appropriate to the child.

Based on the child's needs while building upon the child's strengths, the team drafts both annual goals
and short term learning outcomes. While the educational team members may have brought along written
goals ang objectives that they wouid like to be included, these are just suggestions. Rather than asking
parents if they agree or disagree with pre-written objectives, meaningful and appropriate outcomes are to
be discussed while considering family concerns and priorities. The |IEP process is to be a joint effort.

IEP objectives do not forget isolated skills written by individual specialists on the team
(e.g., vision specialist, hearing specialists, occupational therapists). Instead, these team
members, along with family members, pool their expertise to create one IEP that includes
objectives that are activity-based and reflect the numerous skills required by the activity.
The team needs to identify the various opportunities to practice targeted |EP skills across
different functional activities. ~ (Downing, 1996, p. 39, 41)
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Developing language and communication skills is the overall theme, in many cases, in developing an IEP
for a child who is deafblind. In the earlier years of a child’s program, time spent exploring and trying a
number of communication options and establishing the foundation of a communication system is
prevalent. In later years, the focus tends to be on expansion of the communication system and increasing
interaction with friends and classmates. Environmental cues enhance the child’s full understanding of
various situations, whatever the child’s preferred method of communication.

Parents can duestion staff about the teaching methods that work best for their child. The IEP addresses
skills that promote both independence and interdependence. A multi-sensory approach in natural
settings and environments is essential for successful achievement of integrated goals and objectives.
Experiential leaming strategies are employed since many incidental learning experiences are missed by
the child who has dual sensory impairments. Opportunities for repetition and practice of skills across a
number of daily activities is very important.

Skills targeted in the IEP should be directly observable and measurable with specific criteria for success
listed. Adaptations and accommodations are dictated by what the child needs to support participation in
his/her program.

Supports (examples) to consider:
- personal needs (feeding, medical, personal hygiene, dressing)
- physical needs (special equipment, environmental modifications)
- sensory needs (accommodations for vision and hearing needs)
- staff and peer education (how to communicate, what behaviors mean)
- provision of access and opportunities (extracurricular activities)
(Huebner, et. al, 1995, p.117)

Once all the team members present at the meeting have shared information about the current functioning
and skills of the child, drafted goals and learning outcomes, agreed upon related services and
accommodations to support the child in his/her IEP program, they sign the IEP form indicating their
participation in the development process. (See Mancuso for further details.)

After the meeting

The IEP is considered a working document. It is to be reviewed annually by the IEP team and changed
when needed. Ongoing communication between families and school staff about what and how the child is
learning is important.

& This information sheet briefly discusses considerations for IEP development for a child who is
deafblind. If you would like more information, you may contact the Pennsylvania Deafblind Project.&

References
Downing, June E., Ph. D. (1996).

Including students with severe and multiple disabilities in typical
classrooms: Practical strategies for teachers, Baltimore, MD: Paul H. Brooks Publishing Company.

Huebner K., Pnokett JG &Welch TR Joﬂee E. (eds) (1995)1jand_m_nand,_£s_§gmla]§_qt_
3 ] eaf-blind, New York, NY: AFB

Mancuso, E., Rieser, L., & Stotland, J.F. (1991). The right to special education in Pennsylvania: A guide
for parents, Philadelphia, PA: The Education Law Center.

Fennsylvania Deafblind Froject, 6340 Flank Drive, Suite 600, Harvisburg, Fa 17112-2764

717-5414960 ax toll frec in Ta only 800-360-7282
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Partner agreement
Consistency among partners regarding the
occurrence, form, and meaning of
comumunication is the most critical aspect of
our roles in helping leamers to effectively

communicate.

Framework of early communication
All children communicate in many ways.
Children communicate more competently in familiar and
consistent environments. |
Responsive and consistent partners enhance children’s
success.
Contingent responses from the child's world and partner’s
give him control.
Opportunities to communicate is the foundation for
learning.

Communication and language

Communication is the sending and receiving of a message between at least two people.

Language is a system of abstract symbols that is used to communicate a message between

at least two people.

You don't need language to communicate.

Symbolic aspects of communication

Nonsymbolic communication includes observable behaviors which partners interpret.
Concrete symbols resemble the item to which they refer, but are not abstract.
Symbolic communication conveys a message with abstract symbols.
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It Begins With Communication

Receptive and expressive communication

A partner receives messages via receptive communication.
A partner sends messages via expressive communication.

Partners receive and express messages in multiple forms.

Intentional communication

Preintentional communication may be interpreted in different ways among partners.
Preintentional communication may take the form of accidental or reflexive behaviors.
Partners should share identifications of the form of communication, and the
interpretations of the child's communication. :

Preintentional communication requires an interactive response from the child's
partners.

./

Partner communication strategies :

Look for and respond consistently to all forms of communication.
Consider how current strategies will be used for future programming.
Set up familiar and consistent routines and activities in order to provide
many opportunities for learning.

Start out at the child's level of communication so that he is successful.
Use the least amount of prompting when possible.

Use natural reinforces within everyday activities.

Give the learner time to receive information, and time to initiate or
respond during interaction.

Spell out sequences, cues, accommodations, and adaptations.
Focus on transition times and familiar activities as the primary setting for

IEP ideas
‘ Include definitions of the partners' (peers and adults) roles in communication
I programming.

Routines and Lesson Plans

Plan before, during, and after activities or events.
Identify opportunities for communication in the plans.
Include descriptions of partners’ roles in the plans.

E S B A o W T W .
! = -

Juli Baumgarner, Education Consultant
PA Deafblind Project, Western Instructional Support Center
5347 William Flynn Highway, Gibsonia, PA 15044
(800) 446-5607, ext. 238
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Planning The Environment

A child who is deafblind needs extra help in learning about his world. Partners should provide
input in a way that can be received by the child. Consistency and familiarity of events and
partners provide opportunities for the child to initiate and respond.

Consistency provides a safe and predictable world with many opportunities to learn.
Be consistent in the:
Method in which you communicate with the child
* Speech, object cues, coactive signing are examples of methods of communication.
Sequence
* Use a touch cue to introduce your presence before each interaction.
* Present an object cue (e.g., piece of vinyl from a ball before gym time).
o Establish a calendar box that serves as a scheduling device for the day.
Environment
o Familiar physical environment allows predictability in the location of items, and
permits exploration in a safe manner.
* A social environment that includes regular contact with family, friends, and others
helps to provide safe and interactive learning opportunities.

Responsiveness from the environment shows the child that he has an effect upon his world
and that he can control his world. Be a responsive partner through:
Contingent responses to the child's communication (even unique and/or preintentional
comumunication)
o Parmers can look for and respond immediately to identified communicative

behaviors and purposes.

Contingent responses from the physical environment
* Partners can set up activities such as knocking over a tower of blocks.

e The child can turn on an adaptive switch-activated toy or appliance.
o Effective communication can help the child control their world.

£ Source: _
“%é? Wilcox, M., Baumgarner, J., & Caswell, C. (1990). Young chi i iti
‘,f communication skills through partner programming. Akron OH: Children's HOprtal Medical Center
) of Akron..

Other suggested resources:

Goetz, L., Guess, D., Stremel-Campbell, K. (1987). Innovative program design for individuals with dual
sensory impairments. Baltimore: Paul H. Brookes. :

Siegel-Causey, E., & Guess, D. (1989). Enhancing nonsymbolic communicatio interactions among leame!
with severe learners. Baltimore: Paul H. Brookes.

Juli Baumgarner, Education Consultant
PA Deafblind Project
Western Instructional Support Center, 5347 William Flynn nghway, Gibsonia, PA 15044
(800) 446-5607, ext. 238 .
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A purpose of using cues is to help a person understand others' communication through
the provision of receptive input. The long-term purpose is to establish a shared
message system between the person and other people in his environment, giving the
person who is deaf-blind a more effective way to express himself.

provide information about the environment to a person
include touch cues, object cues, or gesture cues

help prevent startling or surprising a person

can be used receptively and expressively

Suggestions for using cues

¢ Partners should agree upon a cue and use it consistently in everyday routines or
activities in order to provide information for the person.

¢ Initially, properties of smell, temperature, and texture may be used to increase the
amount of sensory input. »

¢ The type of cue selected depends upon what is represented. For example, if an
object is not associated with the activity, a touch cue may be selected. If sufficient
residual vision is present, a gestural cue may be selected.

¢ Selection of cues depends upon the person's age, preferences, and opportunities for
interaction within his environment.

¢ To establish an expressive use of the cues, follow a consistent pattern when using
the cues. For example, introduce the cue, wait for a consistent and active response
(e.g, the person opens his mouth when the cue for "mealtime " is presented), and
then respond to the response by performing the action which the cue represents. An
additional suggestion is to look for the behavior (e.g., open mouth) to occur at other
times, and to respond to that behavior. '

¢ Cues can also be used expressively by an individual through choice-making and
expression of preferences when two or more objects are presented.

L K K R 2

Rowlands. C.. & Stremel-Campbell, K. (1987). Share and share alike: Conventional gestures to
emergent language for learners with sensory impairment. In L. Goetz, D. Guess, and K.
Stremel-Campbell (Eds.), Innovative program design _for individuals _with__sensory
Lmpairments. Baltimore, MD: Paul H. Brookes.

Watkins. S. (Ed.) (1989) The INSITE model: Home intervention infant, toddler. and preschool

aged multihandicapped sensory impaired children. Logan, Utah: HOPE, Inc.
Other suggested resources:

Goertz, L., Guess, D., Stremel-Campbell, D. (1987). Innovative program design for individuals with
dual sensory impairments. Baltimore: Paul H. Brookes.

Siegel-Causey, E.. & Guess, D. (1989). Enhancing nonsymbolic_communication interactions among

leamners with severe disabilities. Baltimore: Paul H. Brookes.

Juli Baumgamer, Education Consultant
PA Deafblind Project, Western Instructional Support Center
5347 William Flynn Highway, Gibsonia, PA 15044
(800) 446-5607, ext. 238
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| Object Cuef

Object cues '
» provide information about the environment to a person

« can be actual objects mounted on a piece of cardboard or Plexiglass, pieces of an.object,
associated textures, or miniatures
» help prevent startling or surprising a person

A purpose of using object cues is to help a person understand others' communication. The long-
term purpose is to help establish a shared message system between the person and other people
in his environment.

: Suggestions for using object cues:
« Partners should agree upon a cue and use it consistently in everyday routines or activities in

order to provide information for the person. -

« Initially, properties of smell, temperature, and texture may be used to increase the amount of
sensory input. )

« Selection of object cues depends upon the person's age, preferences, and opportunities for

interaction within his environment

« While keeping the item as natural as possible, plan ahead as to how the object cue(s) will allow
a person to express himself. For example, you may want to plan on mounting the object cues
(or a smaller part of the object cue) onto a simple communication board or communication

device.

MEANING OBJECT CUE
Identification of communication partners Specific to the partner (e.g., ring/hair/watch)
Eat . Spoon
Drink ' Cup
Bathroom Piece of diaper, toilet paper roll
Finished Bin to put objects in
Bed, sleep Blanket, small pillow
Play ball Small ball cut in half
Music Dial from a radio

% Source: A _
Rowlands, C., & Stremel-Campbell, K. (1987). Share and share alike: Conventional gestures to emergent

language for learners with sensory impairment. In L. Goetz, D. Guess, and K. Stremel-Campbell (Eds.),

Innovative program design for individuals with sensory impairments. Baltimore, MD: Paul H. Brookes.
$ Watkins, S. (Ed.) (1989) The INSITE model: Home intervention for infant, toddler. and preschool aged

multihandicapped sensory impaired children. Logan, Utah: HOPE, Inc.

Juli Baumgarner, Education Consultant
o PA Deafblind Project « Western Instructional Support Center
28 5347 William Flynn Highway, Gibsonia, PA 15044
(800) 446-5607, ext. 238
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* are actions or signals performed on a person's body .
* let a person know who is with her, and what is about to happen
* help prevent startling or surprising a person

* should be as non-intrusive as possible

A purpose of using touch cues is to help a person understand others' communication. The long-

term purpose is to establish a shared message system between the person and other people in his
environment.

Suggestions for using touch- cues « ‘
* Partners should agree upon a cue and use it consistently in order to provide information for the
person.

* When selecting touch cues and the way in which the cue will be performed, allow the cue to be
nonintrusive and as natural as possible. '

* Begin with a small number of cues that represent major activities of the day, and gradually
increase the number.
* When you use a touch cue, follow a consistent pattern. For example, perform the touch cue,

wait for the person to respond, observe the response, and then provide reinforcement or the
action which the cue represents.

MEANING TOUCH CUE
"Hi" (approach cue) Lightly rub person's hand
"Bye" (termination cue) - Lightly- tap shoulder
"Out/down" (change in placement) Gently tug arm
"Look/search for" Shake person's wrist lightly
"Go" Gently guide elbow
"No" Tap twice firmly on person’s outer wrist
"Finished" Guide hand to push away object

Source:

Rowlands, C., & Stremel-Campbell, K. (1987). Share and share alike: Conventional gestures to emergent
language for learners with sensory impairment. In L. Goetz, D. Guess, and K. Stremel-Campbell (Eds.),
nnovative am design for individuals with sensory impairments. Baltimore, MD: Paul H. Brookes.
Watkins, S. (Ed.) (1989) The INSITE model; _Home intervention for infant. toddler. and preschool aged

multibandicapped sensory impaired children. Logan, Utah: HOPE, Inc.
Other suggested resources:

Goetz, L., Guess, D, Stremel-Campbell (1987). Innovative program design for_individuals with dual sensory
impairments. Baltimore: Paul H. Brookes.

Siegel-Causey, E., & Guess, D. (1989). Enhancing nonsymbolic_communication interactions among_learners

with severe disabilities. Baltimore: Paul H. Brookes. :

Juli Baumgarner
PA Deafblind Project
Western Instructional Support Center * 5347 William Flynn Highway « Gibsonia, PA 15044
(800) 446-5607, ext. 238
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Tips for enhancing emergent literacy skills:

Prmote the use of available senses.

Support the use of purposeful movement, and the development of
hand and tactile skills.

Link communication skills and goals to literacy goals.

Be sure all children have opportunities to access books and other
literacy materials. S

Organize and structure the environment to promote active learning.

Involve the student in the full sequence of the activity, with direct
hands-on experiences.

Share strategies with the family and other team members.

Introduce experience books, object books, or other appropriate
instructional strategies and accommodations.

Accommodate for additional time.
Plan for consistency, repetition, routines, and organization.
From the Quarterly Institute 3: Literacy for Students with Sensory

Impairments “Attaching Meaning to Experiences through Literacy”
February 17, 1999




A letter fromv Jarwnar Nelson:

To families, teachers, and students who are deafblind:

Technology has helped me greatly. I use my family's computer for homework.
Sometimes there is a required length of time to do something in school, and if I feel I
will not be able to tell my interpreter what to write in that time, I may be allowed to
do the assignment later on the computer. I may also feel that I do not want my

“interpreter to know what I want to write; therefore I do the assignment at home on the

computer. Sometimes I use thé computei' for letters, if the recipient does. not read
braille, or for personal things. This summer, I have been using it to put my journal
into it. It will be a long job, but.it's worth it.

I use a telebraille to communicate. I have had my grandmother type seminary lessons
on the telebraille. Also, if my parents or friends want to talk to me and prefer not to
or cannot use sign, they type their messages on the telebraille. Ibring the telebraille
every time I meet with the Best Friends program so that people can talk to me.

My German teacher also types lessons on it, and her daughter, who is not used to
sign, uses the telebraille too. My mother used to take the telebraille to church so that
she could type Sunday School lessons and someone else could type Young Women
lessons. My mother used to type sacrament meeting also, but she increasingly uses
sign. Someone in church used to teach me in a personal class using the telebraille. I
did an interview with the bishop on it.

I also type my meséages on the computer, and e-mail them from home or school. I
also use it occasionally to instruct others to help me use it for such things as trying to
locate someone.

If I need or want information, my mother scans it so that I can read it on the computer.
The scanner has enabled me to do a few reports. My mother also scanned stories for
school, printed them in braille, or left them on the computer for me to read. Once I
scanned an entire small book myself with one part needed for a school assignment.

I recently became interested in Switzerland, My mother requested my brother to scan
the information about it from the encyclopedia for me to read on the computer.

I have recently received a Braille Lite. I am excited to learn how to use it. It can
work with the modem. It can receive files so that I can read them. I can take it along
with me to take notes. With a few exceptions, I have to monitor file size, something I
don't normally have to do, but it is also smaller and lighter. I can change the file size
if I want. This shows how much more comfortable technology is.

Jarnwna Nelsov
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The other side of the letter...

Janna,19 years old, lives in western Pennsylvania. She has been supported by a
community-based transition team, including her school-based educational team.
The community transition team was initiated from the State and Local Team
Partnership, an effort originally supported by Helen Keller National Center-
Technical Assistance Center and the Pennsylvania Deafblind Project. Mem-
bers of the team include Janna, her family, educators, Blindness and Visual
Services counselors, staff from Pittsburgh Vision Services, and others. Mem-
‘bership on the community team has changed, as Janna's needs have changed.
The team is currently supporting Janna in her last year of high school.

Technology has been a critical tool in supporting Janna's participation in high
school courses, community activities, and other aspects of her life. Adapta-
tions and training have been provided over the years through Pittsburgh School
District and Hopewell Area School District to help Janna learn basic computer
skills (e.g., key board skills), telecommunications skills (Telebraille, internet),
and meeting academic goals (scanning printed materials to convert to braille,
taking notes, completing homework). The new Braille Lite is a device for
notetaking, and it can be downloaded to a personal computer. Technology is a
tool that is used to help Janna meet her current educational goals (including
transition) as well as to meet future goals, which include higher education.
Janna is constantly learning to adjust to the capacity and functions of her
various forms of technology.

If you need information about using technology as a tool to meet educational
and transition needs, we may be able to help you by providing information and
referrals. Please call the Pennsylvania Deafblind Project.

The Pennsylvania Deafblind Project * Information Update « Issue No. 6 » Fall 1997
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PREFERRED ACTIVITIES AND MOTIVATORS
 The following is a summary by Mary Frey of the article, ‘What Does Amy Like?”,

Often it is difficult for parents and teachers of children with sensory and/or multiple disabilities to determine
the child’s preferences of activities and motivators. In the article, “What does Amy like?” (Fall 1995,
Teaching Exceptional Children), the authors, Mason and Egel, suggest a systematic assessment of
sensory activities to determine what the child prefers. The goal is to discover a number of sensory
reinforcers to use to increase the child's participation in instructional activities.

Examples:

and bounces the ball. She appears to enjoy the vestibular stimulation of the activities.

Garah rocks back and forth in her chair, jumps on the mini-trampoline, dances to the music)

Joey likes to play in water, stand in front of a fan, fingerpaint, use Play Dough and pick up a
handful of sand to let it dribble slowly through his fingers. He seems to enjoy the tactile
stimulation produced through his behaviors.

Begin by observing and recording what the child does during both free/playtime and instructional time.
Note how often, how long, and the context in which the behavior occurs.

Divide the record of behaviors into categories of sensory modalities, focusing on the feedback stimulation -
produced by a behavior or an object (rocking back and forth = vestibular) rather than on a specific item

(swing).

After identifying what sensory modality the child prefers, develop a list of items that represent the
_preferred activities.

@ample List of Materials for Each Sensory Modality)

Visual |Vestibular|Auditory |Tactile Thermal |Olfactory | Gustatory |Social

pocket bouncinga |songs shaking sitting by |scented food playing

video ball hands heaters, lotions group

games air con- games

ditioners

pictures |dancing musical manipulating|ice packs, |various drinks fulfillment

of instruments |textures heating spices of

familiar pads requests

people

kaleido- |roller conversation jair from dress up |scratch & pats on

scopes skating with others |fan/hair clothes sniff the back
dryer stickers

magazines| swimming |radio “give me providing
five” | assistance

-Imirrors -[running story time |water play hugs
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Organize the items into colo-coded containers holding at least ten different items pre-identified sensory
modality:

(1) general storage;

(2) hold items selected that day by student,

(3) hold items not selected.

Perform the Mini-Reinforcer Assessment at least once during the day. By using this process, the child
gets to choose new reinforcers each day, tends to get less bored with the stimuli, and increases interest in

earning the item for participating in instruction. '

Procedures for Adapting a Mini-Reinforcer Assessment)

o Placing 10 items for each preferred sensory modality in the storage box.

o When the student arrives at school, sit down with him or her, present two items at a time
from the storage box, and say, “Pick one.” Wait 10 seconds for a response. If the student
reaches for, points to, labels, or looks at one of the items, place it in the “preferred items”
box. Place the other item in the “nonpreferred items” box. :

o If the student does not respond within 10 seconds, demonstrate the function of both
items; remove them for 3 seconds, and present the items again. If the student still does
not respond within 10 seconds, put one of the itmes back in the storage box, select
another one, and then present the new and remaining items to the student. Wait 10
secondsand, if the student does not respond, put both items into the nonpreferred items
box. Continue to present two items at a time, until the student has selected approximately

one-half of the available items.
o Place the nonpreferred items and storage boxes out of sight for the day.
o Place the box with the preferred items near your student’s work area.

o At the end of each scheduled reinforcement period, give the student one item from the
preferred items box.

o Never present the same item two times in a row.

o Allow the student to manipulate the item for 3 to 5 seconds, remove the object, and
continue the teaching activity until the next scheduled reinforcement time.

Notes from Mary Frey: :
If theobject represents a preferred activity, use your judgement to decide how long the student may

engage in that activity until the next teaching activity.

The above article was summarized to give you one suggestion , a beginning point, to determine what is
motivating to the student. For more complete information and rationales, read the original article. An article
reprint may be obtained by calling Nancy Lehr at the Pennsylvania Deafblind Project to request it. The

article is also available from ERIC. .

Pennsylvania Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, Pa 17112-2764
717-541-4968 or toll free in Pa only 800-360-7282
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Questions and Answers about the Pennsvlvania Deafblind Project

Q: - What is the Pennsylvania Deafblind Project?

A: The Pennsylvania Deafblind Project (PDBP) is a project that helps professionals and families of children (birth to
age 21) who have both a vision and a hearing loss. The child may have mild to profound sensory losses and may also
have other disabilities. If you are wondering if a child is eligible -- call us!

Q: How can | get more information about “deafblindness” (dual sensory impairments)?
A: PDBP publishes a quarterly information Update, has a iending library of books and videotapes, produces subject
specific Information Sheets, has education and family consultants, and a support staff person. Call us at 1-800-360-
7282. If we don't have the answer, we will obtain it through our numerous resources and collaborative relationships.
Our offices are located in Gibsonia and Harrisburg but we serve all areas of Pennsylvania.

Q: Can your project help me or refer me to someone who can help?

A: Definitely. Our staff has information regarding agencies who can serve our children with dual sensory
impairments. We work in collaboration with a number of education consultants and early intervention service
providers across Pennsylvania who deal with children with disabilities.

Q: Can someone come to the child’s home or school to help us with ideas?

A: Yes. We have one part time and two full time education consultants and two part time family consuitants. All the
consultants are available to you by phone (tolt free) to brainstorm and share ideas. Depending on the needs
addressed, we will travel to any place within the state to provide technical assistance to a child suspected of having
combined vision and hearing impairments. At times, we may connect you with other education consultants more local
to your area.

Q: 1 would like to connect with other parents. Can you help?

A: The PDBP's family consultants are each parents of a child with deafblindness. The project has an annual family
learning retreat where parents and children from across Pennsylvania meet each other. We host one-day regional
learning retreats. The project sponsors study groups with parents. Using Family Learning Awards, the Project
provides partial fiscal support for parents to attend relevant conferences. Parents are always welcome to participate
in any workshops the Project sponsors. There is a Pennsylvania Parents for Deaf-Blind Group.

Q: Can someone come to the child’s I.LF.S.P. or L.E.P. meeting?
A: Our consultants will be happy to participate with a child’s educational team to assist with planning prior to the
I.F.S.P. or .E.P. meeting. f appropriate, consultants will participate at the actual meeting.

Q: Can | talk with someone about how | am feeling and coping with the child’s special
needs?

A: Our education consultants are available to listen, to talk and to share strategies for coping. ‘Our family
consultants are sensitive to where parents are because they are also parents of a child with deafblindness.

Q: Where will the student go next?

A: Our consultants are available to help you and the child make decisions about the next step in his or her
educational or vocational placement. These might include a variety of changes, such as going to a new school,
entering college, finding job training, and/or participating in community recreation.

Q: How do | get your assistance?

A: Call us at 1-800-360-7282 and ask to speak to an education consultant of PDBP or to leave a message for a family
consultant . All services are confidential and provided only at the request of families, educators or service providers
who have children with dual sensory impairments from birth to 21 years of age.

Q: Who pays for the services?
A: All of our services are provided at no cost to families, educators and service providers.

Pennsylvania Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, Pa 17112-2764
717-541-4968 or toll free in Pa only 800-360-7282

157

MRF77-98/educator



((% REQUEST FOR RESOURCES @)

INSTRUCTIONS: Please complete the identifying information below, indicate which items you would like to
receive, and/or describe your request and someone will contact you for further information. Mail this form to:
Nancy Lehr .
PA Deafblind Project
6340 Flank Drive Suite 600
Harrisburg, PA 17112-2764

Name _ . ... '  Title/Role

Address

Check items you would like to receive:

___Pennsylvania Deafblind Project Fact Sheet

___Family-friendly Deafblind Project Brochure

____Questions and Answers about the Project

___Considerations in IEP Development for Children who are Deafblind

___Preferred Activities and Motivators

___Behavioral Issues in Children with Multiple and Sensory Impairments

___Tips for Students with Usher Syndrome

___A Letter from Janna (about a student’s use of technology)

___A Story About Alex (about a student's participation in the community)

___Surfing the Web

___Information for the Audiologist

____Information from the Audiologist

____Recreation and Leisure (DB-LINK )

___Receptive Communication (DB-LINK )

___Psychological Evaluation of Children who are Deaf-blind: An Overview with Recommendations for
Practice (DB-LINK) .

___Overview on Deaf-Biindness (DB-LINK )

___Early Interactions with Children who are Deaf-Blind (DB-LINK)

__ Expressive Communication (DB-LINK )

___Communication Interactions: It Takes Two (DB-LINK )
Talking the Language of the Hands to the Hands (DB-LINK)

And from various authors:
__ Assessing Young Chilgren with Dual Sensory and Multiple Impairments: Ages Birth to Five Years
____ Assessing the School-Age Student with Dual Sensory & Multiple Impairments: Ages 6-15

__ Assessing the Transition Needs of Young Adults with Dual Sensory and Multiple Impairments

Additional/Other Information Needed:
The PA Deafblind Project has many resources which may be helpful to you. Please feel free to call the Project, or
describe your needs below:

Juli Baumgarﬁéf - . A - Mary R. Frey
Education Consultant Education Consultant
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Questions and Answers about the Pennsylvania Deafblind Project

Q: What is the Pennsylvania Deafblind Project?

A: The Pennsylvania Deafblind Project (PDBP) is a project that helps professionals and families of children (birth to
age 21) who have both a vision and a hearing loss. These children may have mild to profound sensory losses and
may also have other disabilities. If you are wondering if your child or student is eligibie -- call us!

Q: How can | get more information about “deafblindness” (dual sensory impairments)?
A: PDBP publishes a quarterly Information Update, has a lending library of books and videotapes, produces subject
specific Information Sheets, has education and family consultants, and a support staff person. Call us at 1-800-360-
7282. if we don't have the answer, we will obtain it through our numerous resources and collaborative refationships.
Our offices are located in Gibsonia and Harrisburg but we serve all areas of Pennsylvania.

Q: Can your project help me or refer me to someone who can help?

A: Definitely. Our staff has information regarding agencies who can serve our children with dual sensory -
impairments. We work in collaboration with a number of education consultants and early intervention service
providers across Pennsylvania who deal with children with disabilities.

Q: Can someone come to the child’s home or school to help us with ideas?

A. Yes. We have one part time and two full time education consultants and two part time family consultants. All the
consultants are available to you by phone (tolt free) to brainstorm and share ideas. Depending on the needs, we will
travel to any place within the state to provide technical assistance to a child suspected of having combined vision
and hearing impairments. At times, we may connect you with other education consultants more local to your area.

Q: | would like to meet other parents. Can you help?

A: The PDBP’s two family consultants are parents. The project has an annual family learning retreat where parents
and children from across Pennsylvania can meet each other. We host two one-day regional learning retreats. The
project sponsors study groups with parents. Using Family Learning Awards, the Project sometimes is able to provide
partial fiscal support for parents to attend relevant conferences. Parents are always weicome to participate in any
workshops the Project sponsors. We can forward your name to the Pennsylvania Parents for Deaf-Blind Group.

Q: Can someone come to my child’s I.F.S.P. or L.LE.P. meeting?
A: Our consultants will be happy to participate with your child’s educational team to assist with ptanning prior to the
|.F.8.P. or .E.P. meeting. If appropriate, consultants will participate at the actual meeting.

Q: Can | talk with someone about how | am feeling and coping with my child’s special
needs?

A: Our education consultants are available to listen, to talk and to share strategies for coping. Our family
consultants are sensitive to where parents are because they are also parents of a child with dual sensory
impairments.

Q: Where will my son or daughter go next?

A: Our consultants are available to help you and your child make decisions about the next step in his or her
educational or vocational placement. These might include a variety of changes, such as going to a new school,
entering college, finding job training, and/or participating in community recreation.

&: How do | get your assistance?

A: Call us at 1-800-360-7282 and ask to speak to an education consultant of PDBP. You may also leave a message
for a family consuitant to contact you. All services are confidential and provided only at the request of families,
educators or service providers who have children with dual sensory impairments from birth to 21 years of age.

Q: Who pays for the services?
A: All of our services are provided at no cost to families, educators and service providers.

Pennsylvania Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, Pa 17112-2764
717-541-4968 or toll free in Pa only 800-360-7282

MHF//7-98/parents
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Questions and Answers

about the Pennsylvania State and Community Transition Team Partnership for

Q:
A: The Partnership is an interagency model that utilizes and enhances the existing resources of a community

>0

>0 >0

>0

>0

>0

Individuals who are Deafblind
What is the State and Community Transition Team Partnership?

(e.g., local transition teams, area vocational agencies) in planning for a more effective transition to adult life for
students who are deafblind.

: What types of support exist for Community Teams?

A member of the State Team for Individuals who are Deafblind will serve as a liaison to a community team. The
state team member can provide training, share successful strategies developed by other community teams,
and assist the community team. Additionally, workshop opportunities for all teams occur at least once year.

: Who would benefit from this partnership?

Students aged 14 years and older with both a visual and hearing impairment, their families, and other members
of the transition team would benefit from a focused effort to provide more effective transition services.

: What are some of the components of the partnership?

The partnership is a person-centered approach that utilizes knowledge of a student's abilities, action planning,
and interagency team members' skills in promoting a successful transition process.

: What have previous and existing teams learned from participation in this partnership?

Teams have learned "process"” skills which have assisted in the functioning of effective interagency teams.
Examples include: a) setting common goals; b) assigning roles such as facilitator, timekeeper, and recorder;
and c) utilizing an action-planning process for transition. Teams also have learned to integrate “content”
areas related to deafblindness to the transition planning process. Examples include services which may be
needed to support an individual in postsecondary education or work experience. The collective expertise of
various teams and team members is also featured in workshops.

: Why does this partnership exist?

The transition process for the diverse, yet low-incidence, group of students who are deafblind can be complex
and challenging. The Helen Keller National Center - Technical Assistance Center (HKNC-TAC), a national
technical assistance organization, helped Pennsylvania and other states to establish a partnership between
state and community transition teams. This partnership was established in order to develop and enhance
effective transition strategies for people who are deafblind, while utilizing existing community resources.

: How does this relate to the bigger picture of “"transition?"

Information from this partnership can be applied to all transition-aged students. For example, many teams
report using a person-centered planning approach for all students or clients.

: How can | get more information about the State and Community Transition Team

Partnership?
Contact Mary Frey (800-360-7282) or Juli Baumgarner (800-446-5607, ext. 238) of the Pennsylvania
Deafblind Project. You may also ask Juli and Mary to link you with other team members, such as parents.

Pennsylvania Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2764
717-541-4960 or toll free in PA only 800-360-7282
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Spring 1997
Dear All,

Hello, my name is Alex. I am six years old, and I love my family. I have
Comelia deLange Syndrome. CdLS has affected my heart, ears, eyes, and growth. I
have survived heart and glaucoma surgery, and I wear contact lenses. I used to wear
hearing aids, and I am going to start wearing them again. Since I was born, I have
learned very much. My family and my teachers have helped me learn how to sit and
walk, and I can find my classroom all by myself. I had a hard time learning to eat, but
now I can eat anything!! I have a lot to say, so now I am learning to use simple
pictures, switch-activated taped messages, manual signs, and objects to express myself.
I understand much more than I can say. That’s pretty tough sometimes, for me AND
my family, because they want to know what I would like and how I feel.

I have an older sister and a little one, too. They’re really nice. Sometimes I
“bug” them, but sometimes they bug me too. Mom and Dad want me to do the same
things as my sisters, so last summer I went to Vacation Bible School. I had a great
time learning and playing with the other children. They liked me. We took turns on
the sliding board. They asked me why I don’t speak words, but that didn’t stop them
from playing with me! I'm going back to Vacation Bible School this summer.

Because I have problems seeing and hearing and because sometimes I get bored
when I’m not sure how to play with some toys, I have learned to provide myself with
other sensory input. Some of the input that I give to myself makes it harder for me to
learn to play and communicate. So now I am learning to use my hands just like other
little boys do.

-My family has tried to make sure that I am always learning. I have gone to
different schools. Now we are talking to the school in my neighborhood, and we are
planning for me to attend that school. I won’t need to be on the bus for so long, and I
will be learning to communicate and play with the kids who live by me.

Sincerely,
Alex
169



- THE REST OF THE STORY ...

Alex’s mother, Molly, has attended several workshops given by the
Pennsylvania Deafblind Project, as well as other workshops in
Pennsylvania and nationally. She states that the information from
workshops, conferences, and other resources allow her family to gather
perspectives from many. views, and sift through ideas that can apply to
Alex. Molly makes an important point that the views and goals for a
child may be different. They can vary at different points in time, or
due to different priorities, such as one person focusing on a child
learning to walk, while the other person is focused on the child’s
communication.

Our life experiences (e.g., father, teacher, sister, doctor) also color our
views of the child. We need to come together and sew our visions and
dreams into one quilt for the child so that we are not scattering our
efforts in isolation. The quilt can be washed, mended, and added to
over time. Yet we must keep one picture of the whole child, not
splintered pieces that do not interrelate.

Gather information and support, bring it together; and remember to
review it, like going back to a favorite photo album. Enlist others as a
team in integrating your goals for your child. If the team needs
assistance, the Pennsylvania Deafblind Project can explore options with
team members. Many unfinished craft projects can help us attest to the
fact that it is much easier for a group of people to accomplish a goal
than for one person to work alone.

Seek out information, such as written materials or videotapes. Molly is
part of a study group of parents and one teacher who review self-study
materials on deafblindness and then discuss via phone conference calls
how the information they have learned applies to their children. The
Pennsylvania Deafblind Project supports this activity by providing
materials, assistance, and sponsoring the phone calls.

If you have a story to share or would like some help, contact us at:

PENNSYLVANIA DEAFBLIND PROJECT
6340 FLANK DRIVE, SUITE 600
HARRISBURG PA 17112-2764
Phone: 800-360-7282 (in PA only)
or 717-541-4960
e-mail: http://www.cisc.k12.pa.us

Info Update-Spring 1997
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A STORY ABOUT ZENOLA

by Juli Baumgamer, PA Deafblind Project

“A Story about Zenola" is based on an original interview conducted by Wayne Kotanko, who is a friend
and support to Zenola Tyson. Much appreciation is extended to Mr. Kotanko for sharing his interview, and to
Zenola for sharing her story.

Zenola is a wife, mother, and employee. She is a leader in the Deafblind community in'central Pennsylvania, and is
active in the Central Pennsylvania Association of the Deaf-Blind. Zenola has Usher Syndrome, which affects both
vision and hearing. '

Zenola's parents found out that she was deaf when she was one year old. They noticed that she did not react to a
loud fire alarm, and took her to see a specialist, who informed the family that Zenola had been deaf since birth. The
rest of her family, including two brothers and a sister, are hearing. She did not have much exposure to other -
children who were deaf when she was very young, but subsequently attended a school for the Deaf. Her loss of
vision due to retinitis pigmentosa was not identified while she attended school. Unknown to Zenola, she was
gradually losing her peripheral (also called “tunnel vision®) and night vision. The other students felt that she was
ignoring them, when in fact she couldn't see them gesturing, signing, and waving to her.

After Zenola finished school, she became married and employed. She knew there was something happening with
her vision and her husband encouraged her to see a doctor. A specialist informed Zenola that she had Usher
Syndrome. Usher Syndrome is a combination of deafness or hearing loss, along with gradual loss of vision due to
retinitis pigmentosa.

This diagnosis was a shock to Zenola and everyone in her life. They felt a range of emotions such as denial, anger,
and disbelief. Zenola had to deal with the diagnosis and the impact that it had on those around her. With the:
support of friends and a loving family, especially her husband and son, she made her way through this difficult
process.

Even though Zenola had strong skills in American Sign Language due to her education.at a school for the Deaf,
she noticed that her interactions with people from the Deaf community changed. As her vision changed, she
reported that she had to wait for someone to-come up and start talking to her, limiting her conversation with .
others. It can be a tremendous challenge for others to accept and understand how the eye condition of retinitis
pigmentosa intensely attects the visual aspect of sign language, which is relied upon by the deaf community.

She had to learn to use tactile signing, which is a method of communication that involves putting one's hands on
the interpreter's hands to tollow the interpreter's signs. For four and one-half months, she concentrated on
learning to use tactile sign. (When you meet her, her name sign is “ZT"). Zenola had to learn many new skills,
such as how to handle a guide dog, and to manage household chores. She attended the Helen Keller National
Center in New York to continue her education on these new skills. When she returned home, she taught her
husband and son what she had leamed.

Through leaming new skills and information, Zenola is now able to cope with deafblindness due to Usher
Syndrome. She enjoys her employment as a production worker and packer, and also her hobbies of reading and
history. She leads a very active life, and helps others through her involvement in the deafblind community. She
has been the president of the Central Pennsylvania Association of the Deaf-Blind for four years, and is a support
and mentor to others. She is a board member of the PA Statewide Independent Living Council. Her son is 20
years old, and she is married to her "hubby" James, who has been with her through the years! She will soon be a
grandmother. :

If you would like to get in touch with Zenola, or for more information, please call the PA Deafblind Project.

Pe_nhsylvania Deafblind Project, 6340 Flank Drive, Suite 600, Harrisburg, Pa 17112-2764
717-541-4968 or toll free in Pa only 800-360-7282
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More about this story....

What _is Usher Syndrome? _
Usher Syndrome is a major cause of deafblindness in adults. There are three types of Usher Syndrome, but all are

combinations of deafness or hearing loss along with retinitis pigmentosa (tunnel vision), a decrease in night vision,

and sometimes balance problems. Usher Syndrome may occur when both parents carry the gene. It is recessive
" and autosomal, so both parents may carry the gene, but there is a one in four chance that their child would be born
with Usher Syndrome. Often, parents are unaware that they carry the gene.

Statistically, three to six percent of students who are deaf or hard of hearing have Usher Syndrome. Currently in
PA that would be equal to 84 to 168 students, but only eleven students in PA have been identified as having
Usher Syndrome. This is a significant under—identific;ation of students, if compared with the estimated numbers.

Why is Usher Syndrome Under identified?
There are a variety of reasons. Screening for vision problems either may not occur, or may occur but not include
screening for RP. Many people are unaware of Usher Syndrome. Teachers and families are aware of a potential
problem, but delay actual identification and discussion of Usher Syndrome, because of the enormous implications
on issues such as independence, communication, membership in Deaf culture that relies on a visual language,
and the impact of deteriorating vision. Only a medical expert can diagnose Usher Syndrome, but the observations
of the student, teachers, and family are invaluable in realizing the need for the diagnosis.

, What can we do? .
Educators and families can be trained to look for signs of possible vision problems. Signs of
possible vision problems'include problems adjusting when going from darkened to lit areas, or vice versa (e.g.,
leaving an auditorium, going outside at night). Also, some students with Usher Syndrome experience balance
problems (e.g., problems on a bicycle). Students may appear to be clumsy (e.g., tripping over curbs, having
trouble walking around fumniture) because their visual fields are restricted. Students may have trouble seeing
items of low contrast, such as poor quality photocopies. Squinting because of a sensitivity to glare, and reduced
acuity may also occur. Please note that these are only a few examples of potential signs of vision problems, and
that assistance is available from the PA Deafblind Project and your local vision professionals.

Periodic-vision screenings for all children should include a screening for fields of vision. Vision screenings
for children who are deaf or hard of hearing should include a screening for RP. A significant number of students
who are deaf or hard of hearing experience vision problems which, if not addressed, would significantly affect the
educational process, including visually based sign language and/or lip reading.

Support is needed for the family, student, and other members of the team if the screening process indicates a
potential vision problem. .Medical practitioners and the educational team must work together in identifying and
addressing the educational needs of students. Students who are experiencing vision loss, and the people in
their life may need help in adjusting and adapting to changes. Young adults with Usher Syndrome ask that we
identify and address these issues in age-appropriate ways as soon as possible. Eariy identification ensures that
necessary skills such as braille and orientation and mobility are leamed in a timely manner. The need for support,
role models, and counseling can also be identified as soon as possible.

For more information, please contact the PA Deafblind Project. Here are some cﬁrrent resources:
. information Sheet: Tips for Students with Usher Syndrome (1998). Baumgarner, J. PA
Deafblind Project. Available from PA Deafblind Project or www.cisc.pa.k12.us.

When Hearing Loss and Retinitis Pigmentosa Happen Together: Meeting Educational
Needs. (March 5, 1996). A video teleconference from the Distance Learning Center (DLC) of Pennsylvania.
Available from the DLC (724-443-7821) for purchase; or on loan from the PA Deafblind Project.

. Usher Syndrome in the School Setting (1997). Miner, I., & Cioffi, J. Helen Keller National Center:
Sands Point: NY. Available on loan from PA Deafblind Project. .

JB:5/98
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(2 INFORMATION SHEET &)

SURFING THE WEB . . . Ten Easy Steps

Are you brand new to the World Wide Web? If you can access a computer that is hooked up to the Internet, follow the steps below

and you will be surfing in no time!

Ask someone which “browser” the

computer has. The"browser” is the
type of software the computer uses to
access the World Wide Web (WWW).
The most common browsers are Netscape
Navigator, Microsoft Internet Explorer,
and AOL (America Online). Accessing
the WWW through AOL is a little
different, so you will need to have
someone who knows how to use AOL to
help you start.

Using the computer mouse, point to -

the name of the browser on the
computer screen with the little picture
attached (known as “icons”). The
browser will start up, and you will see a

"Web page.

The Web page that is now in the
window is the browser’s “home

page.” Notice that toward the top of the
screen, there is a button called “Home.”
Every time you point and click on that
button, you will return to the page that is
now displayed. You can go anywhere on
the WWW using the buttons you now see
on the browser.

In both Netscape and Internet

Explorer (IE), you will see a bar
near the top of the window where a “Web
address” is shown. A Web address looks
something like this: http:/
www.cec.sped.org (CEC’s Web address).
To go to a different Web page, double-
click on this box. When the address is
highlighted, you can type over the old
address with a new address (try the CEC
Web address above) and press “Enter” on
the keyboard. You can also go to a Web
page by clicking once on the “Open”

button in Netscape, then type in the
address, then click on “open.” The
browser will locate that page on the
WWW.

‘To move from Web page to Web

page (known as "surfing”), click on
text on the page that is a different color
than the rest of the text (it is also often
underlined as well). If you typed in the
CEC Web address, you will see a picture
and the word “Continue.” There is no
other text on this page, but “Continue” is
colored text, and it is underlined. Point to
it. Notice that you mouse pointer turns
into a little hand. This text is known as a

““link,” because if you click on it you will

be taken to.another Web page. Click on
“Continue.”

6 Images can be “links” as well. An

image is a link if your pointer turns
into a hand when you point at it on the
screen. The CEC home page you are now
on is an image with lots of different areas
to click. Point to the area of the image
that lists information you are interested in.
Now click again!

7 Now you are on a different Web

page. If you wish to go back to the
CEC home page, you can point and click
on the “Back” button in your browser (top
of page). When you click on “Back,” you
will be taken to the previous page you
viewed (you can do this many times, and
you will keep going to each page you
viewed since you opened the browser).
Click the “Back” button.

You can also move to different
pages using the “Forward” button at

the top of the browser. This will take you
forward to the page you were just
viewing.

It is very important for Web surfers

to be able to return to their favorite
Web sites without having to remember all
of those crazy Web addresses. Browsers
make this easy to do. When you are
viewing a page that you may wish to
return to in the future, do the following:

Find the word “Bookmarks” or

“Favorites” at the top of the screen and
click on it, keep pressing on the mouse
button, and pull the mouse toward you
until the words “Add Bookmark” or
“Add to Favorites” are highlighted. Now
release the mouse button. When you
click and hold your pointer on “Book-
marks” again, the name of the page will
be listed. The browser will keep that
name on the list. To return to that page,
click and hold your pointer on “Book-
marks” or “Favorites,” and pull the
mouse toward you until the name of the
Web page you want is highlighted, then
release the mouse button. You have now
selected that Web page location , and the
browser will take you to that Web page.

10 These are the basic ways to begin
surfing the Web. Of course, there
are other things a browser can'do, and
there are lots of ways to search for
information, but congratulations! You
are now surfing the Web!!

From CEC, Vol. 4 No. 2, August 1997
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Pennsyluania Deafblind Project, 6340 Hank Dive, Suite 600, Hamisbung, 2 17112-2764
717-541-4960 ox 800-360-7282 (toll-free in A only)

Intennet addness: wuww.cioch12.pas
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SURFIN' THE 22 - YWWMW WITH JEAN

It all started about two years ago when
we were given a “name” to Rebecca’s
"problems”. We had been told
she was deaf, and had Retinitis
Pigmentosa, which meant she
couldn’t see very well, and it
would progressively get worse.
She would eventually become
totally blind. Why?

‘Then one day at Childrens’

Hospital in Pittsburgh, a doctor came
across a blood work-up that got us
started on a trek to Johns Hopkins in
Baltimore, Maryland, where we were
told that her diagnosis was Infantile
Refsum's Disease (IRD). What was
this? Well, we were given some
information to read, which really
scared us. IRD is under an umbrella
term called Adrenolukodystrophy.
When we investigated this, we got

. even more scared. We said this can’t
be Becky, she doesn’t fit these
characteristics. But life wenton, and
we endured, and tried to educate
ourselves, with very litle to goon.

Earlier this year, I had the honor, and
pleasure of going to the National
Deaf-Blind Conference in Washing-
ton, D.C. The first day there, the
parents were required to attend a “get
acquainted” meeting. Each parent
stood up and told who they were,
where they were from, and a little
about their child(ren)with
deafblindness. As we went around the
room, a man stood up and said he also
has a son that is IRD. He was from the
state of Washington. This really
startled me. We hooked up immedi-
ately, and started comparing notes.

He had so many more notes than I
did!!! We found many similarities
between our children. He also told me
about how there are very few of us in
the world, and it would be better odds
at winning the lottery than having a
child with IRD. We shared pictures,

etc. He also told me about the
Internet connection he and his wife

. had made with a lot of
the IRD, families, and
doctors.

When we were
wrapping up our
sessions on the last
morning, we were
asked to write down
our immediate goals for when we
came home. I can actually say thatI
have achieved one of my goals!! I
investigated getting on the Internet.
My computer buddy came over and
looked at my computer, told me it
was ancient and I needed to upgrade.
This would normally be a big
financial problem; however, we had
just sold our old home, and I had a
little “spare change” laying around,
so we made the investment. .

My friend in Washington then
introduced me to a LISTSERYV for
the deafblind. There are all kinds of
different situations on this listserv,
from all over the world. Ihave
communicated with Sweden,
Germany, England, Canada, South
America, even Australia. I have met
Usher's Syndromes, Charge Syn-
dromes, and many are parents of a
child who is deafblind, regardless of
the child’s age. They discuss
everything, from IEP preparation to
government legislation. I bave really
enjoyed this listserv. Even though I
am very new to this

field, and haven’t

communicated very

much, I have enjoyed

reading and leamning

from their experi-

ences.

So, what have we gained by using the

internet? Well, we have met other
deafblind, both young and old. We
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are able to communicate with other
families with the same syndrome as
Becky (there are less than 100 in the
world and none within this state that
we know of). We can communicate
with her doctor at the Kennedy Krieger
Institute (Johns Hopkins) without
having to disturb him at work. We can
think about our questions, and he can
think seriously about his answers
without being required to respond
immediately. We don’t have to play
phone tag. I can learn from others’
experiences as well as look for advice.
(It beats Ann Landers, as I usually get
a response within about 4 days.)

The Internet service is costing me
about $20.00 a month, and considering
the different places I am communicat-
ing, Ma Bell would own me if I was
doing this on the telephone. The
“subscription” to the
listservs is free,
regardless of how
many you use.

I am leamning there
are many other listservs out there. The
DB LINK is accessible through the
Internet, the Helen Keller Association
is there, and many, many different
medical areas. There are even adver-
tisements for various areas of employ-
ment within the deafblind field

To subscribe to the deafblind listserv,
send the following in the body of an e-
mail message (note that "deafbind” is
the correct spelling): SUBSCRIBE
DEAFBLND firstname lastname.
Send to listserv@tr.wou.edu. Good
luck with your surfin’, and I'll see you
on the ‘net!!!!
Jean Weaver
- jrweaver@sgi.net

e A
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("= INFORMATION SHEET %))

Tips for Students With Usher Syndrome

by Juli Baumgarner, Education Consultant, Pennsylvania Deafblind Project-

CLASSROOM ACCOMMODATIONS AND ADAPTATIONS
Lighting:

v Lighting should be adequate without glare. Use full spectrum lighting whenever possible.
Seating:

v Teachers should provide group instruction from a non-cluttered background area, and avoid.unneeded
movement.

Windows should be behind students. Teacher should never be in front of windows.
Furniture should be arranged to provide easy movement in open space. Keep drawers and doors closed.

Discuss all furniture rearrangement with students. Seat students where they are comfortable (e.g.,
possibly front side so they can see the chalkboard and other students in the class).

Classroom Environment:

v Chalkboard should be cleared of unneeded marks, and regular printing (instead of all capital letters) used.
Use white chalk only.

v Colors should be softly neutral, yet textured, in the background of the teaching area. Floors and carpets -
should not be dark red or brown.

"MATERIALS

Learning Media:
v Conducta learning media assessment to determine appropnate learning media and strategies.

v Print should be maximum contrast. Avoid dittos; if dittos must be used, give the student a yellow acetate
overlay to use.

'« Use non-glare paper, and evaluate the size of type which is most appropriate for individual students.
v Develop the use of tactile skills as early as possible.
Individualized classroom materials and procedures:

v Students may need individual copies of wall-hung graphs or charts, or they may need time to examine
these charts close-up.

v Tests may have to be adapted for individual use, including allowing students to mark answers on test
booklets or providing the test in a different format.

Assistive technology:

v Low-vision aids may eventually be prescribed, and assistive listening devices can be used.
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- TECHNIQUES
* Sign language:

v Others may have to adapt their sign language to adjust to the student's limited vision. Keep signs as small
.and concise as possible, and increase the duration of each sign. Eventually, tactile sign may be an
-option. .

v Interpreting services may be necessary to allow access to instruction and interaction. Evaluate the need
for these services on a regular basis, to ensure that the student is aware of what is happening around him
or her. '

. _
v Begin including more and more tactile and olfactory materials and cues for the student. A vision teacher

and/or an orientation and mobility specialist can recommend techniques to use during specific activities.
Orientation and mobility:
v Document the assessment and support needs for the student to travel independently.

4 Expiore the use of sighted guide, self-protective techniques and trailing skills, and land marking skills and
techniques.

Time allowances:

v For all tasks, students may need "time and a half" to complete the same work as their peers. When doing
repetitive academic work, students can be assigned half the questions or problems their peers are
assigned to equalize the length of time spent in homework or academic drill.

SELF _ADVOCACY

Adaptations and accommodations:

v Assist the student in developing strategies to discuss necessary adaptations and accommodations, or to
communicate other needs.

Independence:
v Encourage the student and family to link with others for support and networking.

References :
Miner, |., & Cioffi, J. (1997). Usher Syndrome in the School Setting (1997).
Sands Point, NY: Helen Keller National Center - Technical Assistance Center.

Everson, J. (Ed.), (1995). Supporting young adults who are deaf-blind in their communities.
Baltimore: Paul H. Brookes Publishing Co.

Hicks, W. (1981). The Usher's Syndrome adolescent: Implications for school administrators.
teachers. and residential advisors. American Annals of the Deaf, pp. 422-431.

Sauerburger, D. (1993). Independence without sight or sound. New York: American
Foundation for the Blind.

Torres, I. & Corn, A.L. (1993). When you have a visually handicapped child in your
classroom: Suggestions for teachers. New York: American Foundation for the Biind.

Pennsylvania Deafblind Project, 6340 Flank Drive; Suite 600, Harrisburg, PA 17112-2764
717-541-4960 or toll free in PA only 800-360-7282
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PA ANNUAL DEAFBLIND CENSUS 1996-1997

If vou need an evaluation of a student’s vision.....

Bl S G EE G T fGn G D a2 ' B

Promoting the most effective use of a student’s vision will give him/her optimal chances for
learning. Evaluation of how a student uses vision includes observation by the family, classroom or
itinerant teachers, evaluation by a teacher of those with visual impairments, and an eye specialist
such as an ophthalmologist.

. If you are having difficulty in obtaining specific information about a student’s vision, here are three

suggestions.

1) Complete the “Vision Questionnaire” (attached). Make sure that all the members of the student’s
tearn, including parents, have input in answering the questions.

2) When observmg the student’s use of vision, look for patterns. Write down the circumstances,
describe the environment, and list the observed behaviors.

3) Make an appointment for an evaluation of the student’s vision. A vision consultant or a teacher
of the blind or visually impaired at the local intermediate.unit, school district. or-early
intervention agency should be able to suggest several resources for the evaluation. Provide the™s ™
information from the *Vision Quesnonnzure and other documented observations by team
members with the eye specialist who will be doing the actual vision evaluation.

Use the information obtained from the questionnaire and evaluation to determine how best to

" provide information and instructional materials to the student.

If you need further assistance regarding a referral for testing a student’s vision or in completing the
census form, contact Mary Frey at the PA Deafblind PrOJeCt at 800-360-7282 (extension 3005).

« For the purpose of completing the Annual Federal Census for the Deafblind conducted by the PA Deafblmd
Project, use the vision evaluation results to determine the most accurate response. Located on page 2, question
#2 of the census form, mark the degree of vision in the better eye with correction in response to:

3. What is the degree of vision loss?

__ Partially sighted (20/70 - 20/200) ___ Tested - Results nonconclusive - Comments
— Legally blind (less than 20/200 or (need 1o tell why)

visual field of less than 20 degrees) ___Nottested - Reason (need to explain whby and
- Light perception only when plan to test)
— Totally blind :

Reference

Flexer, C., Baumgarner. J. &WllCOX. MJ. (E4.). (1989). Children with dual sensorv impairments series: Guidelines for

WMW (Available from Family Child Learning Center, 90 West Overdale
Drive, Tallmadge, OH 44278).

MRF & JB/ l-9_7/census
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Appendix B 51

VISION QUESTIONNAIRE

Name of Child/Student: DOB: .
Person Completing Form: Date: . l
¢ \
Do you believe that the child has any difficulty seeing? yes ' no l
It yes, please explain: —
Has the child ever been suspected of having vision problems? yes no l
It yes, please explain: —
Has the child ever had a vision exam? yes no cate of last exam; “
If yes: T '
Who did the exam? =
What, if anything, was prescribed or recommended (glasses, medication, surgery)? '
Were the results of the exam explzined to you? yes no
Do you have a copy of the report? yes no
Please briefly describe the results (or attach report):
Does the child wear glasses? yes no used to but does not now

It glasses have been prescribed at any time, please describe why the child does not currenﬂy wear
the lenses (for example, no longer necessary, won't keep them on),

Reference
!'lucr C Baumga.rncr J. & Wzlco‘ MJ. (Ed.). (1989) wj
o 11 . S

Druc Tallmadge. Oll 44278).

<O - ’ . g - 10
. (Available from F:umly Child Learning Center, 90 West Overdale
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Does the child look at objects with the eyes? yes no

If yes, please describe the types of objects, what size? Does s/he follow objects only of certain
colors, shapes, or sizes? Do the objects have to be a certain distance (like very close) for the child
to be able to follow them? Do the objects have to be moving? Can they be still '

Does the child follow the movement or path of objects with the eyes? yes no
Up/Down: yes no_ Right/Left:  vyes no
Randomly? yes no__ Follows only certain objects? yes__no.

Does the child use both eyes together to look? . yes no'

Do one (or both) eyes turn inward (toward the nose)? no___ always __ (right/le&/both)

Sometimes?  yes no (right/left/both)

Do one (or both) eyes turn outward {away from the nose)? no_ "~ always_. _(right/left/Bothy~_ - ..

Sometimes?  vyes - no (right/left/both)

Does the child have any difficulty getting around a room, the house/school? yes no
i{ yes, please explain:

How does the child explore unfamiliar objects (puts in mouth, holds up to eyes, touches and feels,
listens, looks, etc.)?

If the child looks at objects, does s/he hold the objects close to the face, and/or hold them at a
specific angle?

yes no

If yes, please explain:

Does the child do unusual things like watching his/her hands, poking the eyes, staring at lights?

yes no

If yes, please explain, noting how often these behaviors occur:




PA ANNUAL DEAFBLIND CENSUS 1996-1997
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If you need an evaluation of a student’s hearing.....

As educators and families, we need to know how a student can best use his/her hearing in order to
learn. Testing a student’s hearing involves using an array of observational, behavioral,
educational, and medical testing. Families, ¢lassroom or itinerant teachers, teachers of the deaf or
hard-of-hearing, audiologists, and otolaryngolists (ear-nose-throat doctors) are all people who
together can provide information about how a student uses his/her hearing.

If you are having difficulty in obtaining specific information about a student’s hearing, here are
three suggestions. '

1) Complete the “Observable Auditory Behaviors Questionnaire” (on the reverse of this page).
Make sure that all the members of the student’s team, including parents, have input with
answering the questions. Be aware that people may answer the same questions differenty
depending on the environment or situation. Look for common trends in responses to provide
information about the student’s hearing. '

2) Complete the attached “Information for the Audiologist” form. This information will be very
useful to the audiologist who will be doing the actual hearing evaluation.

3) Make an appointment for an audiological evaluation of the student’s hearing. A hearing
consultant or a teacher of the deaf or hard-of-hearing at the local intermediate unit, school

district, or early intervention agency should be able to suggest several resources for the
evaluation.

Use the information obtained from the questionnaire and evaluation to determine how best to
provide information and instruction to the student.

If you need further assistance regarding a referral for testng a student’s hearing or in completing

the census form, contact Frey atthe PA Deafblind Project at 800-360-7282 (extension
3005). '

* For the purpose of completing the Annual Federal Census for the Deafblind conducted by the PA Deafblind
Project, use the audiological evaluation to determine the most accurate response. Located on page 2, question #3
of the census form, mark the Pure Tooe A verage for the better ear in response to:

3. What is the degree of bearing loss?

— Mild (30 - 45 db loss) _Twed-R:sulunoncondnsive-Commems(need(omUwhy)
— Moderate (46 - 70 dd loss)

— Severe (71 - 90 db loss) _Nmm-km(mwexphmwhyandwba:phntom)
— Profound (91+ db loss)

Reference
Flexer, C., Baumgarner, J. & Wilcox, MJ. (Ed.). (1990). Chi i impai it ideli
ini i ing i ings. (Available from Family Child Leaming Center, 90 West Overdale
Drive, Tallmadge, OH 44278).
MRF & JB/1-97/census
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' OBSERVABLE AUDITORY BEHAVIORS QUESTIONNAIRE

Attentive Type Behaviors (these often suggest learning)

v v v v
allthe | mostof | some | seldom/
time the time | times never

1. If sleeping, does the child awaken to sudden noises?

2. Is the child soothed by mother's or caregiver’s voice?

3. Is eye widening, a type of "what is it?" response, observed?

4. Are the eyes observed to search for the sound?

5. Do the eyes appear to directly localize the sound?

6. Does the child exhibit head searching and perhaps a rudimentary head turn
toward the sound?

7. Does the child turn head toward the side the sound is
presented?

8. Does the child localize the sound directly when presented to
the side, below, and above?

Reflexive Behaviors (these behaviors are at the level of the brainstem)

v v v v
allthe | mostof | some | seldomv
time the ime | tmes never

1. Does the child startle when sound is presented in a quiet room?

2. Do the child’s limbs move involuntarily when sound is presented?

3. Do the child's eyes blink when sound is presented in a quiet
environment?
4. Does the child start or stop sucking when sound is presented?

5. Does the child's breathing rate change when sound is presented?

6. Are facial twitches noted when sound is presented?

7. Are arousal and quieting observed as a reflexive or an attentive behavior?

8. Does the child start or stop crying to loud sounds”?

NOTE: Even if a child initially responds to sound with reflexive behaviors, he or she deserves an opportunity o learn to
respond more meaningfully. Current function does not always predict future potential.

Adapted from: "List of Auditory Behaviors that can be Observed in Hearing Testing and in the Classroom”. Appeadix D in
Flexer, C., Baumgamer, J. & Wilcox. MJ. (Ed.). (1990).

determining functional hearing in school-based settings. (Available from Family Child Learning Center. 90 West Overdaic

Dnive, Tallmadge, OH 44278).
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INFORMATION FOR THE AUDIOLOGIST

The following guideline will assist the audiologist in obtaining the best evaluation possible for the child.
Parents, teachers, speech-language pathologists, and other individuals who are very familiar with the child can
complete this form. This information would be most effective if it were sent to the audiologist before the child's

appointment.
DATE

To whom it may concern:

has an appointment for an audiological evaluation at your facility on

We hope that the following information is useful to you. Please call us if you have any questions.

Parent or guardian Phone
Teacher/other Phone
Do I think this child can hear?

Results of previous behavioral testing:
Results of previous auditory brainstem response (ABR) testing:
Results of previous immittance or impedance testing:

Suspected causes of hearing loss (e.g., specific diagnosis, history of chronic middle ear infections, excessive

earwax):

COMMUNICATION LEVEL OF STUDENT:
Does not appear to understand spoken directions, but does follow directions if given gestures.

Expresses needs mostly with gestures and sounds.

Expresses needs with ten or fewer single symbols (words, signs, symbols on a communication board).
Usually expresses needs with symbols (words, signs, symbols on a communication board).

It is usually not possible to understand child's communication.

Simple one-word commands and object/person names that the student understands (e.g., waves "bye”, points to

body parts, understands name):
Student does/ does not imitate sounds. If yes, what type of sounds? (e.g., car sound, animal

sounds, speech sounds, words):

MOTOR ABILITIES:
The following movements are used voluntarily (¢.g.. turn head, reach, reach and push, point, eye movement):

VISUAL ABILITY:
Light/dark perception ___ Sees better when items are far away
Can see only in some visual fields ____ Canseenear and far 1n all visual fields

Sees better when items are very near

BEST copy AVAILABLE
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AUDITORY BEHAVIORAL RESPONSES:

The following is a checklist of auditory behaviors which have been observed at home or in the classroom:
A. Behaviors observed when sound is presented in a quiet room:

Startles - Involuntary movement of arms and/or legs
Blinks Other (please describe)

B. Behaviors observed when sound is presented:

Change in breathing rate Is soothed by mother's or caregiver's voice
Searches for sound with eyes

If sleeping, awakens to sudden noises

Facial twitches Eyes appear to directly localize to sound

Arouses Head movement as a search for sound
— Quiets —— Head turn toward the sound

Starts or stops crying to loud Eye widening occurs

' sounds Head movement toward sound when presented

Other (please describe) from different directions

Child is most responsive to the following sounds:

The following are voluntary or involuntary consistent responses to sound:

Does child tolerate earphones? yes

Has the child resisted previous audiological testing?

no

yes no
If yes, how can this be avoided? (c g., audiologist should not wear a white lab coat):

Does child respond better to a quiet and subdued style of interaction, or to an animated style of interaction?

List all amplification devices (e.g., bearing aid, auditory trainer) formerly or currently used):

How does child respond to the devices? (c.g.. resists, is indifferent, cries):

Appendix C in Flexcr C Baumgamcr I & Wllcox M. ('Ed) (1990) wi )

. (Available from
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Instructional Support System

of Pennsylvania

Pennsylvania Department of Education

Pennsylvania Department of Public Welfare FACT SHEET #4

%

PA DEAFBLIND PROJECT
Hand in Hand in Hand: A Partnership Serving Families, Educators,
and Service Providers of Children and Youth with Deafblindness

The Project is a four year (1999-2003) federal grant program that provides the state of Pennsylvania with consultation, training and
technical assistance for families, educators and service providers working with infants, toddlers, children and youth (birth through age
21) who are deafblind or at risk for deafblindness. The Project is staffed by education consultants, parent liaisons and a project

assistant.

Project Goals and Activities

Ensure early and accurate e Ongoing data collection and monitoring of the status of children and youth who have been
identification of children and identified as at risk for deafblindness, or as deafblind

youth who are deafblind or at risk Availability of materials about screening and identification of sensory impairments

for deafblindness. Dissemination of disability-related materials and information on effective practices
Provision of regional training of early intervention and early childhood service providers
Information packets for newly identified children and youth

Inservice and pre-service training via state-wide, regional, or local workshops

Enhance local capacity through )
the provision of training and o Videoconferences and teleconferences
technical assistance for educators e Study groups and focus groups
and service providers of children e Linkages with state-wide training for students with sensory impairments
and youth with deafblindness. e Annual summer institute with on-site follow up
e BEST (Building Effective Student Teams) training
o Effective practices in deafblind education
o Interagency team approach to intervention
o Other requested activities
Support families through o  Availability of family-to-family support
involvement in educational e Team-based technical assistance, involvement in educational planning
planning, access to information, o Training opportunities related to most effective practices in deafblind education
‘—‘0"5"1‘“‘1:0.” and training o Regional Family Learning Days, State-wide Family Learning Weekends
opportunities. e Any inservice activities offered by the Project
e Materials from an extensive lending library
o Monthly phone conference calls of study groups and focus groups
e  Other requested activities
Continue and expand partnerships o Local transition agencies and teams
with other local state, and e  The early intervention lead agency (Department of Public Welfare)
national agencies serving o  The PA Parent Training and Information (PTI) center (Parent Education Network)
individuals who are deafblind in e  The PA Department of Education Comprehensive System of Personnel Development
order to impact upon the quality (CSPD)
of services for ¢.:hildren andyouth o The State Improvement Grant (SIG)
who are deafblind. e The National Technical Assistance Consortium for Children and Young Adults who are
Deafblind (NTAC)
e Helen Keller National Center
e  Others as related

184 | : ' | 10.7.99




Federal Definition of
Deafblindness

Education consultants are accessible by telephone, voice mail and e-mail. '

The Project has a page on the Instructional Support System web site http:/www.cisc.k12.pa.us
under the Deafblind Project. This site offers a number of choices, such as activities, information
sheets, links to other resources (e.g. DB-Link: National Clearinghouse on Deafblindness).

Information updates and targeted mailings are automatically sent to families and contacts of an
identified child as well as to school districts, intermediate units, early intervention programs and
county MH/MR offices, unless otherwise notified.

Information Pages available from The Project: I
e  Overview on Deaf-Blindness (DB-LINK)
e  Questions and Answers About The Project :
e Questions and Answers About The Annual National Deafblind Census
e  Psychological Evaluation of Children Who Are Deaf-blind: An Overview With l

Recommendations For Practice (DB-LINK)

Considerations in IEP Development For Children Who Are Deafblind
Tips For Students With Usher Syndrome l
Request for additional resources form : ’

The term “children with deafblindness” means children and youth having auditory and visual
impairments, the combination of which creates such severe communication and other
developmental and learning needs that they cannot be appropriately educated without special
education and related service to address their educational needs due to these concurrent
disabilities. '

The term “infants and toddlers with deafblindness” means children from birth through age 2 l
who are experiencing developmental delays in hearing and vision, have a diagnosed physical or
mental condition that has a high probability of resulting in developmental delays in hearing and
vision, or are at risk of having substantial developmental delays in hearing and vision if early '
intervention services are not provided.

For more information, please contact: N
Nancy Lehr, Project Assistant
6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2793 '
1-800-360-7282 (in PA only); 717-541-4960, extension 3115 .
Fax: 717-541-4968
nlehr@cisc.k12.pa.us I

Further information concerning CISC services is available by calling toll free 800-360- 728ﬁ-(PA only); 717-541-4960
or writing to CISC, 6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2793

FRICEST COPY AVAILABLE

IToxt Provided by ERI

Fax: 717-541-4968 l
Internet Address: http://www.cisc k]12.pa.us
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PA DEAFBLIND PROJECT
REQUEST FOR RESOURCES

INSTRUCTIONS: Please complete the identifying information below and indicate which
|tems you would like to recewe Mail this form to:

Nancy Lehr
PA Deafblind Project
6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2764

Student Name Date
Your Name

Parent Educator Other
Address

S,

&

OONDIORLN A

20.
21.
22.

__ 23
___24.

___25.
___26.

eck items vou would like to receive:

Pennsylvania Deafblind Project Fact Sheet

Family-friendly Deafblind Project Brochure

Questions and Answers about the Project

Questions and Answers about the Annual National Deafblind Census
Questions and Answers About Transition Team Partnership
Behavioral Issues in Children with Multiple and Sensory Impairments
Considerations in IEP Development for Children who are Deafblind
Cues: Touch, Object, Environmental

Information for the Audiologist

. Information from the Audiologist
. It Begins With Communication

. A Letter from Janna (about a student's use of technology)
. Parents’ Perspectives

. Preferred Activities and Motivators

. A Story About Alex (about a student's participation in the community)
16.
17.
18.
19.

A Story About Zenola

Surfing the Web :

Tips for Students with Usher Syndrome

Communication Interactions: It Takes Two (DB-LINK)

Early Interactions with Children who are Deaf-Blind (DB-LINK)
Expressive Communication (DB-LINK )

The Importance of Orientation and Mobility Skills For Students Who Are
Deafblind (DB-LINK)

Overview on Deaf-Blindness (DB-LINK)

Psychological Evaluation of Children who are Deaf-blind: An Overview with
Recommendations for Practice (DB-LINK) '

Receptive Communication (DB-LINK)

Recreation and Leisure (DB-LINK)

___27. Talking the Language of the Hands to the Hands (DB-LINK)

(All DB-LINK documents are specific to children who are deafblind.) nel.12/98

221



And from various authors:

____ 28. Assessing Young Children with Dual Sensory and Multiple Impairments: Ages
Birth to Five Years
. i chool-# de th Dual Itiple Impairments:
Ages 6-15
____30. Assessing the Transition Needs of Young Adults with Dual Sensory and

Multiple Impairments

Eor Your Information

The main office of the PA Deafblind Project is
located at the Central Instructional Support Center
(CISC) in Harrisburg. The web page for the PA
Deafblind Project can be accessed through the

CISC web page at http://www.cisc.k12.pa.us.

Although this web site is undergoing heavy
reconstruction, the Project currently has
information, resources, links to other sites related
to deafblindness, and e-mail to Project staff. It is
also possible to link to the text of IDEA ‘97 and the
recently released rules and regulations that apply
to IDEA '97 via the CISC web page.

Juli Baumgarner Jeanne Gardier Mary R. Frey

Education Consultant Education Consultant Education Consultant

PA Deafblind Project PA Deafblind Project PA Deafblind Project

5347 William Flynn Highway 1200 Line Street 6340 Flank Drive, Suite 600

Gibsonia, PA 15044-9644 Archbald, PA 18403 Harrisburg, PA 17112-2764
Phone: 800-446-5607, ext. 238| Phone: 800-360-7282, ext. 3132 Phone: 800-360-7282,

or 724-443-7821, ext. 238 or 717-541-4960, ext. 3132 ext. 3005 or 717-541-4960,
e-mail: baumgar@uwisc.org e-mail: gardierj@ns.neiu.k12.pa.us ext. 3005
e-mail: mfrey@cisc.k12.pa.us

If you are unfamiliar with your state resources, we can give you the name of the contact
for your state. :
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, Pelnsylvania neamiind Proje(t

6340 Flank Drive, Suite 600 « Harrisburg, PA 17112-2764
- 800-360-7282 in PA only or 717-541-4960

March 15, 1999

Dear (name),

Recently, the Pennsylvania Deafblind Project (part of the Pennsylvania Department of Education,
Instructional Support System of Pennsylvania) conducted the federally required count of children and
youth with both a vision and hearing impairment. We were informed by either your school district, the
intermediate unit or your early intervention agency that your child either has or may have a combination
of a vision and a hearing impairment.

“Deafblind” is a term used to identify a child with a combined hearing and vision impairment. “Deafblind”
does not necessarily mean that your child cannot see or hear at all. Nearly all children with deafblindness
have some useable vision or some uscable hearing. Because there are not many children with deafblindness,
Pennsylvania and the federal Department of Education have decided to offer increased support to families
with a child with combined hearing and vision impairments.

We would like to offer you information, support, and the opportunity to be connected with other families
who may have similar situations to yours. The Pennsylvania Deafblind Project assists families and
educational teams to plan and provide appropriate services to your child.

Enclosed are materials about the Project. You can expect to receive information and flyers about upcoming
events. You may be particularly interested in our annual statewide [Family Learning Retreat, regional
FFamily Learning Days, and other family involvement activities. Additionally, your family is welcome to
attend any of the professional staff development activities that are sponsored by the Project. Also, we offer
materials (e.g., books, videotapes) on loan that may be helpful to your family in interacting with your child
who has a combined vision and hearing loss.

Please feel free to call the Project (800-360-7282, extension 3115) if you have any questions or if you wish to
be taken off our mailing list. Our project assistant, Nancy Lehr, can direct your call to one of two
education consultants and several family liaisons who are available to speak with you. Ifitis more
convenient for you, please return the enclosed “I would like to be contacted .. .,”” postcard so that a project
staff member can get in touch with you.

Sincerely,
Mary R. Frey Juli Baumgarner
Education Consultant Education Consultant

272



— by an educational consultant

— by a family liaison

— by both

— Please contact me by phone. My phone number and best
timetocallis: ()

— Please contact me by e-mail. My e-mail address is:

Some questions I have are:

Name

Address

BEST COPY AVAILABLE
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INFORMATION UPDATE

from
Hand in Hand in Hand: A Partnership Serving
Families, Educators, And Service Providers
of Children and Youth Who Are Deafblind

Issue 9
Fall 1999

On behalf of the Pennsylvania Deafblind Project, we hope you have had a great start to the new year. Beginning
in October, our name has been expanded to “Hand in Hand in Hand: A Partnership Serving Families, Educators,
And Service Providers of Children and Youth Who Are Deafblind." If we can partner with you and other mem-
bers of your child's team for training and technical assistance (help with child's program, goals, communication,
etc.), please contact the project. You can call, write, fax, or email Nancy Lehr, who will refer your request to an
education consultant or a family liaison.

We were recently awarded funding for two grant proposals: “Hand in Hand in Hand: A Partnership Serving
Families, Educators, and Service Providers of Children and Youth who are Deafblind" and a matchmaker grant in-
volving paraprofessionals. These projects will be funded for four years, from October 1, 1999, through Septem-
ber 30, 2003. We will continue to provide training and technical assistance to families, educators, and service
providers of children and youth who are deafblind, as well as begin some new and exciting efforts.

Status Report or “State of the Art”

To give you a sense of the services provided through the
project, here are some data and facts from the past year. Inside this issue:
Census: We must keep an ongoing record of changes in the Advisory Council 2
population of children and youth who are deafblind, or at-
risk for deafblindness in PA. Last year, 40 children were Study € 2
. g . udy Groups

newly identified. Currently, there are over 400 children
and youth in PA on the census.

Focus Groups 3
Personnel: Jeanne Beck-Gardier, a vision consultant from IU
19, joined the Project on a part-time basis. We have benefited from her many Response Form 3
years of experience in the field of vision education, and her presence in the north-
eastern corner of PA. Susan Shaffer, a parent of a child with deafblindness, joined Upcoming 4
us as a family ligison. She provides information and support to other family mem- Teleconferences
bers, and serves in multiple capacities.
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Family and Educator Learning Awards: Thirty-two awards assisted families and educa- l
tors in meeting the needs of children and youth who are deafblind. For example, the
Deafblind Project: '.
v Sponsored 3 parents, 2 children for PA Parent Involvement Workshop.

Sponsored 2 parents for NTAC/NFADB Parent Workshop. R
Sponsored 2 parents, 1 child for National CHARGE Workshop. l
Sponsored 6 families' travel costs for Family Learning Days/Weekends.

Provided 8 "Hand in Hand" or "INSITE" curriculums to families, educators. ,
Provided 3 "COACH" books and 8 “Collaborative IE Writing Handbooks" to study- '
group members '

< € ¢ € ¢

Training and Technical Assistance: The Project continues to partner with teams to improve educational outcomes

for children and youth who are deafblind. In the past year, the Deafblind Project:

v Provided 71 workshops to 982 educators, 45 paraeducators, 98 parents.

v Provided onsite assistance to 126 educators, 37 paraeducators, 24 parents.

v Consulted by phone (45 min. +) with 23 educators & paraeducators, 16 parents.

v Developed and disseminated Information Updates to 590 parents & 2502 administrators, educators &
paraeducators.

v Disseminated and/or loaned resources and/or materials to 7352 persons.

Advisory Council

The Advisory Council for the Deafblind Project, comprised of parents, consumers, and educa-
tors, met in September. A very productive meeting resulted in plans to develop specific ma-
terials to share with families and educators of newly identified children, and to provide valu-
able feedback to the Project. Contact us if you are interested in joining the Council. We
meet once a year in Harrisburg, and communicate via telephone conference calls three times a
year. Current council members are: Molly Black, Kathryn Daugherty, Ginny Duncan, Sherry
Fahs, Stacy Gerlach, Kathleen Huebner, Andrea Johnson, Bernadette Kappen, Susan Kershman,
Rich McGann, Anthony Murphy, Pamela Porter, Sue Shaffer, Ava Shaffer, and Randi Shelton,
and Project Staff.

Study Groups

Three groups of family members, educators, and other team members have been participating in "study groups.”
Our study groups (4 to 6 people each) have met on telephone conference calls to review and apply information
to their children or students. Recent topics have included the collaborative process to develop IEPs, educa-
tional needs of students who are deafblind, and orientation and mobility techniques. A family ligison and/or an
educator coordinate the conference calls, sponsored by the Deafblind Project. Study groups
are a wonderful opportunity to learn something new, confirm that you are “on the right track,” m
speak with others about your child or student, and bounce around ideas. If you are interested

in joining or starting a study group related to deafblind education, please contact the Project.
Current groups are held on one Tuesday or Thursday per month from 7:00 to 8:00 p.m.

365 INFORMATION UPDATE
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Focus Groups

Families, educators, and service providers of children who are deafblind can benefit from linking with others
who may be experiencing similar challenges and successes. To link these individuals together, the Project will
sponsor a series of focus group telephone conference calls. The first will be related to Usher Syndrome.

Two times are of fered to accommodate your schedule. The date is December
14, 1999: the times are 10:45 - 11:45 am., and 6:45 - 7:45 p.m. To reserve your
.. place for the focus group, please contact the Project by December 1.  Partici-
pants must be family members, educators, or service providers of children with
Usher Syndrome. The goals of the telephone conference call will include infor-
mation sharing and other topics as decided by the participants.

Topics of upcoming focus groups include CHARGE, cochlear implants, and other
ideas as determined by you. Please give us your suggestions for focus group
topics. You may complete and mail the form below, or call, email or fax Nancy.

Lending Library

The Project has a number of new books and videotapes available for loan. Topics in- =
clude communication, inclusion, transition to adult life, Usher Syndrome, IEP planning, = B
teams, paraprofessionals, literacy, and diversity. Call Nancy for more information. B
o<

Return to:

Nancy Lehr

Hand in Hand in Hand
6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2793
. Phone: 800-360-7282, ext. 3115; Fax: 717-541-4968; Email: nlehr@cisc.k12.pa.us

Name

Address

Phone Number Best time to call

I would like more information about:

Study Groups
Dec. 14, 1999, Usher Syndrome Focus Group
Technical Assistance from the Deafblind Project. Please describe your needs

My suggestions for future focus group topics include:

Issue 9 8 9 8 Page 3
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Upcoming Teleconferences

Teleconferences are programs which are broadcast live from the PA Department of Education Distance Learn-
ing Center, and are also available on videotape after the broadcast. Two programs in January would especially
be helpful to families, educators, and service providers of children and youth who are deafblind.

January 14, 2000, from 9:00 a.m. - 3:30 p.m. "Teaching Students with Visual Impairments: Effective Process
and Practice”
The changing roles of the teacher of the visually impaired, family participation in the educational proc-
ess, and effective strategies for a team approach will be explored. Please contact the Distance Learning
Center (800-236-5293 or 724-443-7488) to register. For content information, contact Debby Oppel
Holzapfel (800-446-5607 ext. 222 or 724-443-7821 ext. 222) or Diane P. Wormsley (215-780-1366).

January 19, 2000, from 9:00 a.m. - 3:00 p.m. "COACH: Choosing Options and Accommodations for Children with
Disabilities”
An overview of a systematic process for identifying and prioritizing educational needs which are linked
to families' valued life outcomes will be presented. Please contact the Distance Learning Center (800-
236-5293 or 724-443-7488) to register. For content information, contact Juli Baumgarner (ext. 238)
or Patty Pasqua (ext. 243) at 800-446-5607 or 724-443-7821.

Save these Dates

June 23-25, 2000 — Family Learning Weekend
August 7-9, 2000 — Summer Institute on Deafblindness

HAND IN HAND IN HAND
6340 FLANK DRIVE, SUITE 600

- N R \ S > = . o - - B .
, B ’ ' - ' - - -

HARRISBURG, PA 17112-2793 o
800-360-7282 IN PA ONLY \2\0(\
PHONE: 717-541-4960 6’\(\
FAX: 717-541-4968 N
O
EMAIL: nlehr@cisc.k12.pa.us 9
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UPDATE ON THE PENNSYLVANIA DEAFBLIND

We Would Love To Hear From Youl

Spring and summer are just around the corner, and there are many items
that we wish to share with you, as you plan for the next few months.

The PA Deafblind Project will end a four-year grant cycle in September
1999. We are busy preparing a federal grant proposal to help us continue
to provide training and technical assistance for the next four years.

We welcome any ideas, activities, or suggestions to address current or fu-
ture needs of those providing early intervention services and/or education
to children and youth (birth through age 21) with deafblindness to be con-
sidered for inclusion in this proposal.

If you have any comments, or would like to share with us how
;7 the Pennsylvania Deafblind Project has been of benefit to you,
4 we would welcome any feedback from you. In order for your
feedback to accompany our grant proposal, we would need to
receive your correspondence before April 19, 1999. Please
mail correspondence to the attention of Mary R. Frey at the
Project's address.

Training Opportunities

There are numerous training opportunities scheduled for the next few
months. We would like to share information with you in this update about
activities sponsored by the Pennsylvania Deafblind Project, as well as work-
shops and conferences offered by others.

Families may contact the project if they are interested in attending these
activities, as we may be able to support some of the related costs.
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\'

We have a limited number of INSITE curriculum sets available for loan to families, educators, and '
service providers. The curriculum is appropriate for children from birth to eight years of age, who ‘

have multiple and sensory impairments, including deafblindness. In order to I
make the loan permanent, we ask that you update us on how you have used )
the materials six months and one year after receiving them. .

Insite Materials Available As “Learning Awards”

The curriculum set includes Volumes I and II of the INSITE curriculum, I
the INSITE Developmental Checklist and Instruction Manual, and home

) visit Topic Summary Sheets. If you would like to borrow the curriculum set,
please call the Deafblind Project to request a “Learning Award for the IN-
SITE Materials.”

|

Identification of Children and Youth Who Are Deafblind '

or At-Risk for Deafblindness |
|

We are in the process of receiving updates from families, school districts, intermediate units, and
early intervention agencies on children and youth who are deafblind, or at-risk for deafblindness.
We thank you for your assistance in this endeavor, as it helps us plan our activities by identifying -
potential needs, allows us to contact families and service providers directly, and also is a require-
ment of our federal grant activities.

Currently, we have 392 infants, toddlers, children, and young adults listed on the PA deafblind cen-
sus. To date, we have identified an additional 37 children and youth in Pennsylvania through this
process this year. Please feel free to contact us with new updates or questions about this process.

Currently...

Project Staff continues to assist teams in meeting the needs of
children and youth who are deafblind by providing individualized
support to those teams.

Contact the Project to schedule assistance and/or training. PA Deafblind Project, 6340 Flank I
Drive, Suite 600, Harrisburg, PA 17112-2764. Please feel free to call Nancy Lehr, our pro ject assis-
tant, who will respond to your guestions, or put you in touch with an education consultant or family

liaison. Contact Nancy Lehr at 1.800.360.7282 ext. 3115 (PA only) or 717.541.4968 ext. 3115.

UPDATE ON THE PENNSYLVANIA DEAFBLIND PROJECT
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Training and Family Involvement Opportunities

Sponsored by the PA Deafblind Project

Please note that while we offer specific family activities, families are welcome to attend any workshop
or activity offered by the Project (e.g., workshops for teachers).

June 25-27, 1999 (Friday, 6:00 PM - Sunday, noon):
The 1999 PA Deafblind Project Annual Family Learning Retreat “Together ‘ 0
We're Better: Learning Through Play and Humor” is scheduled at the Harris- >
burg/Hershey Holiday Inn. This retreat is for families who have children (ages
birth through 21 years of age) who are deafblind, or are at-risk for deafblind-
ness.

Family Learning Retreat
June 25, 1999 (Friday 9:00 AM - 4:30 PM)
“Shared Experiences: Increasing Literacy and Communication Opportunities’
for Children with Deafblindness,” is scheduled at the Harrisburg/Hershey Holiday Inn. Terry Rafalow-
ski Welch is returning to PA to be the facilitator of this workshop which is open to educators, parapro-
fessionals, and parents. Part of the day will be spent making experience and object storybooks. (This
workshop is one of the options for the fourth "Quarterly Institute: Ll‘reracy for Students with Sen-
sory Impairments” series).

“On the study group phone

August 9 - 13, 1999 (Monday - Friday, 8:30 AM - 4:30 PM) calls, I enjoy the chance to
"Deafblind Education: A Path to Communication, Positive Behavior talk about my child with other
Support and Instruction,” is scheduled at the Penn Stater Confer- parents who understand.”

ence Center, State College. This week long accredited course has
four instructors: Stephanie McFarland, AZ, Anne Malatchi, VA, Susan Edelman, VT, Chigee Cloninger,
VT. Instructors are university personnel and well-known in the field of deafblind education.

Ongoing Study 6roups

Parents, educators, service providers, and others may participate in ongoing
study groups, which meet monthly, via a telephone conference call in order to
discuss resource materials and application to their child or student. New par-
ticipants may join at any time, or form their own study group. The Project
supports groups by sponsoring the conference calls and providing resource
materials and facilitators. Currently, there are three study groups: two fo-
cus on communication, orientation and mobility; the other focuses on col-
laborative IEPs. Read and talk

: PA Deafblind Project
Education Consultants: Juli Baumgarner, Mary Frey, Jeanne Gardier
Family Liaisons: Molly Black, Stacy Gerlach, Sue Shaffer

Project Assistant: Nancy Lehr

UPDATE ON THE PENNSYLVANIA DEAFBLIND PROJECT Page 3
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Other Opportunities in Pennsylvania

Intermediate units and school districts may of fer summer courses or sponsor summer camps. Call
your intermediate unit or school district to inquire about possible offerings.

April 28-30, 1999: “Collaboration: A Vision for the Future,” Grantville, PA. This Spring Confer-
ence for Service Providers in the Field of Visual Impairment covers a multitude of topics related
to individuals with visual impairment. Contact Vince McVeigh at Delaware County U 25,
610.543.7633

May 15, 1999: PA Cornelia de Lange Syhdr‘ome Family Gathering,
Somerset, PA. Contact Molly Black at 724.863.1283 for more informa-
tion.

May 20-21, 1999: "Bringing Sound to Life: Principles and Practices
of Cochlear Implant Rehabilitation.” This teleconference will be
available at several downlink sites, and on videotape afterwards. The
teleconference will provide participants with a foundation of informa-  Two children have been identi-
tion and strategies to implement a cochlear implant rehabilitation pro-  fied on the deafblind census
gram for children 2-17 years of age. Call the Distance Learning Cen- with Come:::;"ange -
ter to register at 800.236.5293 (PA only) or 724.443.7488.

June 22-23, 1999: "Professional Summer Workshop,” Overbrook School for the Blind, Philadel-
phia, PA. Overbrook School for the Blind is offering a workshop for teachers in need of basic in-
formation about young children who are visually impaired. There is a small fee. Contact Sandy
Finkel from Overbrook at 215.877.0313, ext. 319 for more information.

June 21-25, 1999: "TEAMS: Together Exploring All My Senses,"” Overbrook School for the
Blind, Philadelphia, PA. Overbrook School for the Blind is offering a workshop that will help par-
ents learn specialized techniques to enhance their children's growth and development. The work-
shop is for parents and their children with visual impairments between the ages of birth and
three years. There is no cost to families for this workshop. Contact Cassandra Giardina from
Overbrook at 215.877.0313 for more information.

Help for Parents

The "Exceptional Parent's 1999 Resource Guide” is also available on the World Wide Web at
http://www.eparent.com The Guide provides free information, expert advice, information ex-
changes and resources for everything from A-Beta-Lipoproteinemia to Ziehen-Oppenheim Disease.
Featured on the site currently is an article from Exceptional Parent Magazine entitled "Obtaining
Funding for Medical Equipment.”
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National Conferences

The following information is about national conferences which may be of interest to you.

***Tf a family is interested in attending, you may contact the PA Deafblind Project to request a
"EAMILY LEARNING AWARD APPLICATION" to help defray some of the expenses. Please con-
tact the PA Deafblind Project as soon as possible if interested.

June 24-27, 1999: 20™ Annual International Conference of the Cornelia de Lange Syndrome
Foundation “Everyone's A Star Deep in the Heart of Texas" at the Doubletree Hotel, Dallas,
Texas. Cornelia de Lange Syndrome (CdLS) is a rare birth defect suspected to be genetic in origin
and which causes children to develop slowly mentally and physically.

This conference will bring families, friends, professionals, and the
nation's foremost experts in their fields together to share the lat-
est information available on this syndrome. Free medical consulta-
tions will be available for children with CdLS. Contact: Gretchen Va-
kiener, Conference Coordinator, CdLS Foundation, 1.800.753.CdLS;
cdlsintl@iconn.net Web page: http://www.cdlsoutreach.org

July 23-25, 1999: 4™ International CHARGE Syndrome Confer-
ence, "CHARGE into the New Millennium " at the Sheraton Crown Ho-

tel, Houston, Texas. Early registration is urged so that childcare, in-  poncivania has identified 18
terpreting, and nursing care can be planned. Contact: 1.800.442.7604  children between birth and age

for families: 573.499.4964 for professionals or mnorbury@mail.coin. 21 who have CHARGE Syndrome.
missouri.edu

May 4-7, 2000: International Parent to Parent Conference 2000 at the Hilton Casino and Resort,
Reno, Nevada. This bi-annual conference is one of the largest conference of parents and families
in the U.S. Topics will include: Strategies for Addressing Challenges of Diversity and Culture, Le-
gal Rights and the System, Professional Relationships and Partnerships, Community Resources and
Collaborative and Innovative Programs and Strategies. Contact: Cheryl Dinnell, NV Parent Network
Coordinator, UNR-REPC/285, Reno, NV 89557 720.784.4921, ext. 2352 or Cdinnell@scs.unr.edu

"What a wonderful chance to be able to go to /

the Family Involvement Conference last fall in
the Poconos and learn what is happening with -

families and schools all over PA.”

Q
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*** For Your Information ***
The main office of the PA Deafblind Project is located at the
Central Instructional Support Center (CISC) in Harrisburg.
The webpage for the PA Deafblind Project can be accessed
through the CISC webpage at http://www.cisc.k12. pa.us.

Wwe're on the webl

petpuliwww.cisc-K1Z
pa.us

Although this website is undergoing heavy reconstruction, the
Project currently has information, resources, links to other
sites related to deafblindness, and e-mail to Project staff. It
is also possible to link to the text of IDEA '97 and the recently
released rules and regulations that apply to IDEA '97 via the
CISC webpage.

Pennsylvania Deafblind Project

6340 Flank Drive, Suite 600
Harrisburg, PA 17112-2764
800-360-7282 in PA only

Phont;:1;127_)-541-9469860 . zc‘ o
ax: -541- °
Email: nlehr@:sc.klz.po.us v “\6‘\0“\'\“6 ?\'03
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The Pennsylvania Deafblind Projecﬁ

serving students with dual sensory impairments

Information Update

Issue No. 7

Fall 1998 )

The purpose of this Information Update is to describe project activities and to share ideas.
We encourage you to copy and share information, but please provide appropriate citations.

ANNUAL PERFORMANCE
REPORT

The Deafblind Project, as
part of its federal grant requirements,
must compile and submit an annual
performance report. This year,
Pennsylvania received a positive
response from the federal grants
officer for the report.

"The document reflected
excellent progress of the
project for children with
deafblindness. The
document was also
impressive with its layout,
color graphics, and
informational
inserts. Good job
to all staft.”

A partial copy will soon be
placed on the Project’s web page for
your reading pleasure -- http://
www.cisc.k12.pa.us/CISC.pgs/State/

DB/DB.html.

welcom®

TRANSITION

The Project is interviewing
the parents of all youth identified as
deafblind between the ages of 16 and
21 to gather information about their
transition process. Parents and their
children will be given information
about “Community and State Transi-
tion Team Partnerships,” a national
model which has been successfully
used in Pennsylvania for the past
seven years. Families and the transi-
tion team ftor each child will be invited
to become part of the partmership
model.

Mary Frey from the Project
along with a parent, a consumer, a
community team member (Anita
Iurlano) and a state team member
(Dael Cohen) were part of the Na-
tional Cohort Workshop to Expand
Community and State Transition Team
Partmerships held this summer in
Kansas City, Missouri. They shared
and learned strategies for success and
pitfalls to avoid from other states
involved in the partmership model. For
more information, contact the Project. -

RESOURCES

There are a number of new
resources available on loan from the
Project. Please teel free to call and
discuss your particular request with an
education consultant.

Jeanne Gardier: Newly-hired part time education consultant (2 days per week)
Sue Shaffer: New additional parent contact (see mini-profile in this issue)

404 -

QUARTERLY INSTITUTES

A series of workshops on
literacy, communication, and instruc-
tional programming for students with
sensory impairments was launched in
August, and will continue throughout
this school year. The Pennsylvania
Departnent of Education, the Instruc-
tional Support System of Pennsylva-
nia, and the PA Deafblind Project are
providing this statewide training in an
effort to enhance services for students
with sensory impairments.

Participants in the first
Quarterly Institute will meet three
more times (November, February,
June) via videoconference and in small
groups to continue learning about
literacy. communication, and instruc-
tional programming for students with
sensory impairments. For more
information. contact the Project.

J
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CHARGE CONFERENCE

Pennsylvania parents of
children with CHARGE Syndrome
were invited to the Mid-Atlantic
Charge Syndrome meeting held in
Maryland in August. Up-to-date
genetic information and the implica-
tions of the physical complications of
the syndrome were shared. A speaker
from The Kennedy-Kreiger Feeding
Clinic showed videotapes of pediatric
feeding disorders evaluations and
various treatments.

One mom told her story about
her daughter who has CHARGE and
gave many great strategies about
raising a child with this syndrome.
This was followed by an education
consultant giving a bit of history
regarding the educational laws and
emphasizing parents’ choices within
the law. Although the number of
participants was small, a community of
support was built during the weekend.
Materials from the conference are
being forwarded to those families
whose children are identified on the
PA deafblind census with CHARGE
Syndrome.

ANNUAL CENSUS

The Project sent out a one-
page sheet per child identified on the
annual federal census in 1997-1998 o
reporting agencies and schools. This
sheet is a summary of the information
provided and can be placed in the
child’s records for future reference.
Plans are to mail out the 1998-1999
census forms in early January for
completion by late February. This will
give educators time to update any
functional vision and/or hearing
assessments so that information is
current for the upcoming census.
Census information is also used to
plan future training and workshops.

INCLUSION SUMMER

LEADERSHIP INSTITUTE

Molly Black, family consult-
ant, and Mary Frey, education consult-
ant of the Project, participated in an
Inclusion Summer Leadership Institute
held at Duquesne University. Much
information was shared and demon-
strated by the speakers, Jack Pearpoint
and Marsha Forrest, regarding how to
build an inclusive community.

"Most of us are more capable
than some of us but none of us are as
capable as all of us.” (Tom Wilson)
This quote was exemplified throughout
the workshop as participants learned
how to do Circles, MAPs, and PATHs
-- all tools to assist in building the
community connections and friendships
critical for all. Participants discussed
how to build a network of supports to
assist in accomplishing life goals,
important to all but crucial for children
with special needs. More information is
available from the Project.

o
/&f ‘2 "Most of us are more capable
SR than some of us but
l-\{_\..\ f

are as capable as all of us. ™

PARENT WORKSHOP

Juli Baumgarner from the
Project and four Pennsylvania parents
joined 76 other parents at a national
workshop, “Going for the Best”
(sponsored by the National Family
Association for the Deaf-Blind and the
National Technical Assistance
Consortium for Children and Young
Adults with Deaf-Blindness) in St.
Louis. Missouri.

The parents, representing the
diversity of ages and capabilities in
children and youth who are deafblind,
generated a list of practices entitled
*Parents’ Perspectives on Behavior,
Communication and Instructional
Strategies.” These practices are those
identified by parents as critical in the
education of their child. This list will
soon be available upon request from
the Deafblind Project, and will be
distributed in October to service
providers and families of children and
youth who are deafblind.

none of us

=N
Tom Wilson :

< &
LA

Qnail Sue at shaffers@dickinson.edu.

ﬁ\lTRODUCING SUE SHAFFER

Sue has recently "come on board" as a parent contact for the
Deafblind Project. She lives in Cumberland County with her family, Amber
(seven years), Daniel (four years), and husband, Steve. Sue's son, Daniel has
both visual and hearing impairments due to CHARGE Association. Daniel
will hopefully be the recipient of a cochlear implant in November. Among
Sue's many involvements are parent member of the Local Interagency
Coordinating Council and a team member of a technical assistance grant
which is researching early intervention processes. For the Project, she is
currently contacting parents whose child has had a cochlear implant to get
their perspectives on the process. To get in touch with Sue, you may leave a
message for her with Nancy, Project Assistant, at 800-360-7282, ext. 3115, or

_J/

ANNUAL PROJECT
DIRECTORS MEETING

In mid-October, Project staff will be participating in and presenting at
the Annual Project Directors Meeting for Deafblind in Arlington, VA.

September 30, 1999, is the ending date for the current four-year grant
period. This grant money plus in-kind services from the Instructional Support
System of Pennsylvania have provided the training and technical assistance
activities to those working in PA with children who are deafblind from birth

through age 21.
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Diversity:
Colors of the
Rainbow

FAMILY LEARNING RETREAT

The annual statewide Family Learning Retreat, “Diversity: Colors of the Rainbow,” was held at the end of June in
Grantville. Many wonderful activities were held for siblings, children with deatblindness, and their parents or grandparents.
Comments from several of the parents were:

Omar and Kerry Kirkland, young adults who are deafblind, shared their experiences with the families regarding
using access technology. Parents and children had the opportunity to try out computers equipped with scanners, braillers,
large print fonts and synthesized speech. Rich McGann and Zenola Tyson. two adults who are deafblind, joined us on
Saturday evening. One parent said, “I enjoyed meeting Rich and Zenola because it shows that life is possible for the
deafblind.”

The time and skills of a number of the support staff and education consultants from the ISSP, Ohio, Kentucky, and
New York made the weekend a success.

-7 -

“Members of both the PA Deafblind Project and Overbrook School for the Blind have once again been
fantastic —pleasant, patient and kind with all the children (and adults). Sibling sessions were wonderful.
The staff at the hotel was great.”

w
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ERIC

Aruitoxt provided by Eic:

FAMILY EVENTS

Two regional Family Learning Retreats are planned for Saturday, January 16, 1999. Information will be sent to families in
the near future with further details.

The annual statewide Family Learning Retreat will be held in Grantville, PA on June 25,26, 27, 1999. The theme will be
“Together We're Better: Learning Through Play and Humor.” Sessions are being planned for Friday, June 25, for educa-
tors, consultants, paraprofessionals, and early interventionists who work with children who are deafblind.

CONFERENCES

The next spring vision conference will be: Wednesday, April 28; Thursday, April 29; and Friday, April 30, 1999. This is a
joint planning/collaboration with educators of students with visual impairments (PCEVI), Pennsylvania Association for the
Blind (PAB) and Association for the Education and Rehabilitation of Blind and Visually Impaired (AER). The conference
theme is “Collaboration: A Vision for the Future.”

[ PA Deafblind Project PA Deafblind Project \
6340 Flank Drive. Suite 600 5347 William Flynn Highway
Harrisburg, PA 17112-2764 Gibsonia, PA 15044
800-360-7282. ext. 3005 (PA only) 800-446-5607. ext. 238 (PA only)
717-541-4960. ext. 3005 (voice) 412-443-7821, ext. 238 (voice)
717-541-4968 (fax) 412-443-1310 (fax)
Internet Address: www cisc.k12.pa.us/
CISC.pgs/State/DB/DB.html
Education Consultants: Mary Frey Education Consultant: Juli Baumgarner
e-mail: mfrey@cisc.k12.pa.us e-mail: baumgar@wisc.org

Jeanne Gardier
e-mail: gardierj@ns.neiu.k12.pa.us

Family Consultant: Stacy Gerlach Family Consultant; Molly Black
e-mail: 74704.156@compuserve.com
Parent Contact: Sue Shaffer Parent Contact: Kristy Smith
e-mail: shaffers@dickinson.edu e-mail: ksmith@pepper.ncinter.net
Project Assistant: Nancy Lehr
\_ e-mail: nlehr@cisc.k12.pa.us

This publication is available in alternative media on request. The Pennsylvania Deafblind Project is an equal opportunity employer.

INFORMATION UPDATE (published quarterly)

3 I enjoyed this issue of Information Update but I am not on your mailing list. Please send future issues to the address below.
3 I've moved. Please change my address to that listed below.
T Ireceive too many publications. Please remove my name from your mailing list.

Name Agency
Street/P.O. Box City State Zip
Comments

"Call Nancy Lehr at the Project (800-360-7282, ext. 3115) or mail to PA Deafblind Project. Attn: Nancy Lehr, 6340 Flank Drive. Suite
600, Harrisburg, PA 17112-2764.
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The purpose of this Information Update is to describe project activities and to share ideas.
We encourage you to copy and share information, but please provide appropriate citations.

YOU GOTTA DO

PENNSYLVANIA CONDUCTS NATIONAL CONFERENCE ON\
WHAT YOU GOTTA DO ANNUAL DEAFBLIND CENSUS DEAFBLINDNESS D

Searchingis anindividual,deeply personal
journey for answers, for cures, for
remediation of your child’s disability.
There is no right or wrong way to conduct
your search. Many people will give you
a great deal of conflicting advice. Some
will say you’re doing too much (maybe
you are); some will say you're not doing
enough (maybe your aren’t). Youare the
only one who can decide how far. how
wide, how long tosearch. Youhavetotry
everything you have to try in your search
for what your child needs. You may do
too much, too little, or the right thing at
the wrong time. the wrong thing for too
long, orthe right thing for not long enough.
There are no perfect programs. infallible
interventions, or quick cures. However,
you will make some wonderful choices,
and your child will benefit from the car-
ing skills of many terific professionals.
You will have your own series of adven-
tures, filled with triumphs and mishaps.
Nobody’s Perfect.

Excerpted from: Miller. N. B.. Burmester,
S., Callahan, D. G., Dieterle, J.. and
Niedermeyer, S. (1994). Nobody's per-
fect: Living and growing with chiidren
who have special needs. Baltimore, MD:
Paul H. Brooks Publishing Company, Inc.
(p-45).

Each year, the Pennsylvania Deafblind
Project (PDBP) is responsible to report the
number of children who are deafblind in
Pennsylvania, birth to age 21, to the United
States Department of Education. The re-
portis confidentialandeachchild isassigned
a unique code number. The information
shared with the Department of Education
for each child includes: age, sex, severity
of hearing and vision losses, other dis-
abilities, cause of deafblindness, and ser-
vices provided.

Children are usually identified by parents,
early interventionists, teachers, therapists,
or otherrelated personnel. Identification is
based on accurate hearing and vision tests
or functional evaluations of hearing and
vision. Children who have been diagnosed
as having a degenerative condition or dis-
ease which is known to affect visual and
hearing acuity may also be identified.

PDBP is in the process of collecting and
updating the census information. Pres-
ently, we have identified over 500 infants,
toddlers, preschool, school age and young
adults who are dual-sensory impaired. If
you have any questions or concerns, please
call us.

The National Conference on Deafblindness
is being held June 6-9, 1997, in Washing-
ton, D.C. The conference, “The Individua
in a Changing Society”, will focus on the
needs andrights of people who are deafblinc
and how these needs and rights will bc
affected by a changing and developing so
ciety.

The conference will address a wide array o
issues confronting infants, school-ag:
children, and adults who are deafblind, thei
families, and the professionals who serv:
them. There will be keynote addresses
concurrent workshop sessions, posters, anc
networking time. If you are interested it
registration information for the Nationa
Conference, you may call the Deafblin
Project (800-360-7282) or the Hilton Perkin
Program (617-972-7228). The deadline fo
registration at the conference, for the lowe
cost, is April 6.

The PA Deafblind Project has set asid
money via the Family Learning Awards t
partially fund parent participation at thi
national conference. If youare interested i
financial assistance to attend, call the Proje:
foraFamily Learning Award application:
soon as possible.

‘Let us not Look back in anger or forward in fear, but around in awareness.”
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INTRODUCING -
ELLEN BLACKBURN

Ellen Blackburn is a Family
Consultant for the Deafblind
Project. She and her husband,
Bob, have one daughter, Taylor,
who is six years old and attends
Overbrook School for the Blind.
Ellen says that her role as Family
Consultant has been fun. She
goes on to say that it has been a
learning as well as a sort-of
teaching experience for her. Her
goal as Family Consultant is to
get more families of special
needs children involved in
networking. Other than Ellen's
role as Family Consultant and
taking care of her family, she
assists her husband in his
financial management consulting
business. The business clientele
includes corporate and individual
planning as well as estate
planning for individuals with
special needs.

Ellen would love to hear from
you. To get in touch with Ellen
and her rich New England
accent, you may call her at her
home (215-884-1474) or call the
Project at toll-free 800-360-7282,
ext. 3115, and ask Nancy to have
Ellen return your call. OR-R-R-
R (all those Rs which the New
Englanders miss), she can be
reached by fax at 215-884-1680
and via e-mail at
"dfmltd@erols.com".

FAMILY LEARNING
AWARD

The Zielinski family received an
award for materials to help them
learn American Sign Language
which their son uses to commun-
icate. Congratulations!
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I HAVE A SISTER, P}
MY SISTER IS DIFFERENT: «
SO WHAT! =
Becky Cornelius, Age 15 :;
Parents and siblings...I mean moms, dads, i
sisters, and brothers; how’s it goin’? My %
name is Rebeccaand I'm 15 years old and I :§
have asister who is nine years old and really :%
annoying. Her name is Amy and she was :;
born withC.H.A.R.G.E. association. That’s P
an acronym for colabomas, heart problems, :;
atrecia, retarded growth and development, &
(underdeveloped genitalia in males) and :;
finally ear deformity and/or deafness. My i
sister has the “C” the “H” the “R” and the :%
“E” which means she is deaf-blind along :;
with some other stuff. But before all the 3
long words and the medical junk, she is my :g
sister and I love her. To me she is just the @i
little blonde haired rug rat who gets into all :;
of my stuff. But other people don’t see her Rg
that way. The doctors see her as a “case”. :@
The teachers and specialists see her as a :;
little girl with problems. To people on the &}
streets, she is “that little girl with glasses”. :;
It gets really tiring when, day after day for @l
ten years, you have to explain to someone :;
(or a group of someones) what is wrong :;
with your sister? It is especially hard forme 3
because to me there is nothing wrong with :;
my sister. She is just not like the other kids. @
In some way, it is better this way because- :;
for-instance-she doesn’t talk back when I @i
tell her to do something, she just doesn’t do :%
it and when I say something, she doesn’t :g
argueortellmeI’mwrong. Mostofthetime ¢}
shedoesn’trespond atall! Pretty cool, huh? :%
al
I felt this article would not be complete if I :;
didn’t attack the issue of communication. @2
Here goes. My sister communicates throu ch :%
sign, verbal and object communication. Be- :g
cause sheis so creative, (she gotitfromme)
she makes up her own signs, which takes my :%
mom awhile to figure out. My mom’s kind &
of slow. :g
3
One last thing. To all brothers and sisters :é
out there: the world might think your sib- :3
lings are “strange,” “weird” or “different.” @i
Butas long as you think they are perfect just :g
the way they are...they are!!! :%
«
Reprinted with permission from the Cali- :2
fornia Deaf-Blind Services. Cornelius, a3
Becky. (1996, Summer). reSources, 8. 1. :%

W

ON THE INFORMATION *
HIGHWAY....

The PA Deafblind Project has a
web site on the internet. The
address of our web site is http:/.
www.cisc.k12.pa.us. We are on :.
Instructional Support System of
Pennsylvania page. Scroll down
Deafblind Project. Click to open
the link for information. You can
also send e-mail from here to M
Frey and eventually also to Juli ai
Baumgamner.

The Project is in the process of
further developing this web site &
be of assistance to families,
educators and service providers.
Our Information Update and .
Information Sheets will be
available at the web site. We
welcome any helpful ideas to - l
better serve your needs. We are
also interested in any web sites

you have found to be helpful
related to deafblindness. We wou
like to link them to our web site

for easier access. Give us a call at
the office or send an e-mail

HAND IN HAND UPDATE 5

message.

Molly Black, one of our Family
Consultants, is setting up a study
group for Hand in Hand in the
western part of Pennsylvania. Th
people involved in the project will
read an assigned number of pages
from the Hand in Hand materials.
Via a periodic conference call, they
will discuss the information they
read and brainstorm ways to use kl'l
information to help their child.

If you are interested in a Hand in W
Hand study group or would like to
borrow the materials, please give us

a call. '
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NOTE F¥
Hope everyone had a nice |
I haven't heard from anyon
Hope everything is O.K. E
How much? We live near;
had too much -- as yet!! M
old), likes to make snow sh
punch or ice tea on it). Ric
football in the snow becaus
old) likes to go sledding do
friends on their sleds.

Are we ready for our big fa

we are going to State Colle;

there anything different fro

that you would like to do at

did you like about lastyear' = .. ___ . ____ __
like to do it again? What didn't you like about last
year's retreat? Help us find some fun things to do. This
weekend is for you and we want your input to make it
the best for you. Just send a letter with your ideas to
me: Stacy Gerlach, c/o Kids Page, 39 Rambler Lane,

Levittown, PA 19055. '

In the Fall issue of Information Update, we listed a few
support groups for siblings and families of multiply
handicapped children. Here are several more.

Give Families a Break
United Mental Health
1945 Fifth Avenue
Pittsburgh, PA 15219
(412) 391-1430

Infant Evaluation Program
Attn: Kathryn Groves
950 East College Avenue
State College, PA 16801
(814)231-0138

Siblings That Are Really Special (STARS)
c/o American Cancer Society

1626 Locust Street

Philadelphia, PA 19103

(215) 985-5311

Kate Mueller, MSW

Easter Seals

599 Lincoln Highway
North Versailles, PA 15137

Bethan _)A(9)' o

Come on, kids!! We would ove to hear from you.
Send in your cards, letters, photos, drawings, short
stories, parents (opps! no-no), just anything that you
would like to share with other kids and families out
there. Send your submissions to: Kids Page, c/o Stacy
Gerlach, 39 Rambler Lane, Levittown, PA 19055.

Billy Gerlach (6) loves his new drum set.
He hits the burton with enthusiam and plays
different songs.
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Pennsylvania was one of several states to sponsor the development of three assessment guideline booklets for use with children Wh?_gl
dual sensory or multiply impaired. The contents of the documents were field tested and reviewed before publication. Call Nancy at
Project to request any of them.

@ RESOURCES AVAILABLE FROM THE PROJECT

Siegel-Causey, Ellin, Ph.D. (1996). Downing, June, Ph.D. (1996). Assessing ~ Everson, Jane, Ph.D. (1996). Assessing '
Assessing young children with dual the school-age student with dual sensory iti u wi
sensory and multiple impairments (Ages ~ and multiple impairments (Ages 6-15). dual sensory and multiple impairments.
birth to five years). Columbus, Ohio: Columbus, Ohio: GLARCDB. Columbus, Ohio: GLARCDB. l
GLARCDB.

F—

s B\
( =» = = UPCOMING EVENTS FOR THE PA DEAFBLIND PROJECT @ @ @
Instructional Support System of Pennsylvania Grantville March 18, 19, 1997
Statewide Conference
National Technical Assistance Consortium (NTAC) Philadelphia March 19-21, 1997
for Children and Young Adults Who Are Deafblind
1997 Deafblind Project Family Learning Retreat State College April 11-13, 1997
Transition Team Partnerships Workshop CISC, Harrisburg May 29, 1997
National Conference on Deaf-Blindness Washington, D.C. June 6-9, 1997
Advisory Council Meetin Statewide June 4, 1997
i : y)

Write or call us with your ideas and questions, or if you would like some technical assistance from the Deafblind Project.

Education Consultants: Mary Frey Juli Baumgarner
6340 Flank Drive, Suite 600 5347 William Flynn Highway
Hamisburg, PA 17112-2764 Gibsonia, PA 15044
800-360-7282, ext. 3005 800-446-5607, ext. 238
717-541-4960 412-443-7821, ext. 238
e-mail: mfrey@cisc.k12.pa.us

Family Consultants: Molly Black Stacy Gerlach Ellen Blackburn
106 Sheffield Drive 39 Rambler Lane 533 Waln Road
Irwin. PA 15642 Levittown, PA 19055 Glenside, PA 19038
412-863-1283 215-945-7364 215-884-1474

i N O Eh D O eN A e

e-mail: dfmltd@erols.com
This publication is available in alternative media on request. Lancaster-Lebanon IU 13 is an equal opportunity employer.

% —————————————————————————————————————

INFORMATION UPDATE (published quarterly)

O Ienjoyed this issue of Information Update but I am not on your mailing list. Please send future issues to the address below.
O I've moved. Please change my address to that listed below.
0 I receive too many publications. Please remove my name from your mailing list.

Name Agency

Street/P.O. Box City State __ Zip

Comments '
7

Call Nancy Lehr at the Project (800-360-7282) or mail to PA Deafblind Project, Attn: Nancy Lehr, 6340 Flank Drive, Suite 600,
Harrisburg, PA 17112-2764
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The purpose of this Information Update is to describe project activities and to share ideas.
We encourage you to copy and share information, but please provide appropriate citations.

The 1997 National Conference on Deafblindness

The Pennsylvania Deafblind Project sponsored six parents and co-sponsored one parent through Family Learning Awards
for attendance at the National Conference held this past June in Washington , D.C. The Natignal Technical Assistance
Consortium sponsored the attendance of two more parents from Pennsylvania. We had quite an impressive representation of
parents from PA! Mary and Juli, the Project’s education consultants also attended. Parents were asked to share their
impressions, reactions, and information from the conference. If you would like to further discuss what we learned at the
conference, or wish to speak directly to the parents who attended, please contact Nancy Lehr, Project Assistant.

LINDA HILDEBRAND

"The National Conference was
fantastic, so uplifting. Iam trying
to hold it in my mind to see the
beauty of it. All the sign language,
all the interpreters. They did a
wonderful job of putting it all
together—so accommodating. It
was neat to see all the FM systems
working, and everyone pausing and
looking for cues; that was the way
they did their presentations. Com-
munication was a huge message
throughout the conference. Com-
munication is a topic that keeps
coming up in our household.

I attended a banquet and listened to
a story teller who is deafblind. To
watch the story teller and to look
around the room and see people
one-on-one, using different ways of
communicating, each beautiful in its
own way, and laughing...”

STACY GERLACH

"I loved learning “firsthand” at the
conference, and wished that more

fathers could have attended. My
husband, Rick, was home, manning the
fort in my absence. One of my favorite
sessions included a discussion about
some of the feelings and reactions of
fathers. The presenter mailed informa-
tion to me later about starting up groups
for fathers.

". . . to look around the
room and see people one-
on-one, using different ways
of communicating, each
beautiful in its own way, and

laughing . . ."

In a session that featured first-hand
perspectives from adults who are
deafblind, I listened to the expression of
frustration regarding the need for everyone
to understand that all behaviors mean
something, that they communicate

Another session focused on adapted
physical education. The session
provided examples of adaptations,
such as a light behind a basketball
hoop, and a loud buzzer that signals
when a basket is made. This year, I
will pursue having my son Billy
participate with the other children at
his school in gym class. I have a
handout with suggestions for the gym
teacher.

At the end of the conference, the
National Technical Assistance Consor-
tium (NTAC) hosted an action plan-
ning session for parents. Parents
worked in small groups to discuss the

(continued on page 2)
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The 1997 National Conference on Deafblindness

(continued from page 1)

conference and to plan any follow-up
at home. I felt that the action planning
session was very good, since it gave
me another chance to learn from other
parents.”

ANDREA AND LEN JOHNSON

"This is the second time that we have
had the opportunity to attend the
national conference. We enjoyed this
year more because there was better
family representation. It was a great
place to get ideas from other states. A
big highlight of the conference was to
see presenters who, themselves, were
deafblind, and other deafblind
participants in which we could see our

“child actually becoming.”

ELLEN BLACKBURN

"I am just so glad I had the opportu-
nity to attend the national
conference...so positive and uplifting.
And, there were way too many
interesting concurrent sessions from
which to choose. It was difficult to
decide which to attend.”

MOLLY BLACK

"It confirmed for me that finding a
way to communicate for Alex is our

number one priority. If our kids can’t
communicate, then they’re not going to
participate. To see it in action...that
individuals with deafblindness can
contribute to society as long as some-
one is available to them to intervene in
their type of communication.

One of the sessions that made an
impression was the “You & Me:
Communication” session in which a
videotape was shown and discussed.
The mother of the boy on the videotape
was at the session. It impressed me that
the video showed a child so involved,
yet they were able to place him in a
regular classroom. “You & Me” is a
series of four videotapes about one
child. The videotape in this session
featured the mother very much on top
of things; she just knew what the goals
were for her child. It impressed me
that the assistant wasn’t particularly
trained, other than knowing
sign language.”

JEAN WEAVER

"I was overwhelmed at the
amount of variations of sign
language. The
fingerspelling/sign language
really floored me, knowing
that this very well might be

the way that we are going to have to
communicate. It.gave me the push to
geton the Internet. It was awesome."

RALPH WARNER

Ralph, currently president of the
National Family Association for the
Deafblind (NFADB), as well as
president of PA Parents for the
Deafblind, was a featured speaker at
the conference. He spoke candidly
about the dramatic but positive changes
that occurred in his family after the
birth of his son, Adam. He shared
some of the frustrations and reactions
of families, including his own, as they
work with the “system,” and provided

suggestions on how to help people who
are deafblind achieve their fullest
potential.

L2 2444

FEDERAL CENSUS CHANGES

This year, the annual federal census forms sent out by the Pennsylvania Deafblind Project, on behalf of
the Bureau of Special Education, will have a new look. Information will be requested regarding dates
and results of medical and functional assessments of vision and hearing. The form will have more
check boxes and less writing regarding the identified or suspected cause of deafblindness. Other
requested information will reflect the changes brought about by IDEA 1997. The revised census forms
with instructions will be sent out in early 1998 to school districts, intermediate units, and early interven-
tion service providers. Watch the mail for the census forms and please return the completed forms by
the identified due date. If a previously identified child has moved or left your district or agency since
June 1997, please forward that information to the Project by phone or mail. Contact Mary or Juli,
education consultants, if you have any questions.

Aruitoxt provided by Eic:
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FAMILY LEARNING RETREAT:

YOU AND ME

On September 27, 1997, two work-
shops were conducted simultaneously
in both eastern and western Pennsyl-
vania. The theme “You & Me”
focused on coordinated efforts among
the family, school, and community in
order to develop a successful educa-
tional program for the student who is
deafblind. “You & Me" is a series of
four videotapes with two booklets
which can be used for training. (See
“Pertinent Resources” on this page for
details.)

Seven families attended the two sites.
Each family was allowed to invite
guests. Present as guests were Sunday
school teachers, a classroom instruc-
tional assistant, a nurse, a hearing
therapist, and a classroom teacher.

Communication programming,
inclusion, the use of paraprofessionals
to support students who are deafblind,
socialization, and other topics were
discussed. Parents and guests enjoyed
having the opportunity to meet and
discuss the topics while inclusive
activities were provided for the
children.

Discussion of the use of paraprofes-
sionals to support a student who is

The role of the paraprofessional must
be described through the student’s
written plan (IFSP or IEP). The
educational team, including the
family, design the student’s objec-
tives, goals, and instructional strate-
gies. The paraprofessional is there to
help the student achieve the objectives
and goals as described on the
student’s written plan.

It is critical that the paraprofessional
utilize the student’s preferred mode of
communication with the student. For
example, if the student uses tangible
object symbols, the paraprofessional
should use tangible object symbols. If
the student uses sign language, the
paraprofessional should also use sign
language.

For a student who is deafblind, a
paraprofessional may share in the role
of bringing the world to the student.
For example, if the student is unable
to receive information through their
distance senses of vision and hearing
without assistance, the paraprofes-
sional may need to describe pertinent
information about the environment,
what is happening, who is present, to
the student.

deatblind included these points: X The following is just one of the many
x\,@
“

PERTINENT RESOURCES

ways that the information shared at
Regional Learning Days about
paraprofessionals can be applied. The
Project’s education consultants may
provide technical assistance to teams
to determine what may be helpful,
appropriate or adapted for individual
students in their respective programs.

At a recent IEP meeting for a high
school student who is deafblind, and
who is enrolled in a chemistry
course, discussion occurred about
how the student could conduct
experiments that might be considered
dangerous. The student’s aide
listened to a description of a typical
experiment, looked at the group, and
said, “ I will be her eyes and hands.”
The consultant was able to help the
team set up an action plan to assist
the aide in carrying out this strategy.

A follow-up regional day on “You &
Me” is scheduled in Western PA for
January 24, 1998. (See page 6 for
details.) Please share any other ideas
for topics or activities for future
Regional Learning Retreat days with
Project staff.

contributed by
Juli Baumgarner and Mary Frey

You & Me. (1995). Monmouth, OR: Teaching Research Division. Riley Ford who is totally blind and has a profound hearing loss,
is portrayed as he attends his neighborhood school.

You & Me: The interpreter-tutor. (1995). Monmouth, OR: Teaching Research Division. The role of the interpreter-tutor for a
student who is deafblind is described, with applications for many other students, in the video and booklet.

You & Me: Communication. (1995). Monmouth, OR: Teaching Research Division. The methods of communication used by
Riley, why those methods were chosen, and how others in the school environment use them to communicate with Riley are shared

in the video and booklet.

You & Me: Social connections. (1995). Monmouth, OR: Teaching Research Division. The importance of movement and mobility
in building social connections for a child who is deafblind are shown.

(November 19, 1996). What are all the adults doing in my classroom? This video of a teleconference describes effective strate-
gies to train and coordinate with paraeducators and others in the classroom, with examples shown of specific students. Available
from the Distance Learning Center in Gibsonia, PA; 800-446-5607 (in PA only) or 412-443-7821.
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THE PROJECT ON THE WEB

The Pennsylvania Deafblind Project has a page on the worldwide web. We are listed as part of the Pennsylvania Instructional
Support System. The web address is http://www.cisc.k12.pa.us.

1. Once you have entered this web address and opened the site on your computer, you will see the name "Central Instructional
Support Center (CISC)."

-

2. Three buttons appear under CISC. Choose the button that says "State Services."

Regional Services State Services Autism

3. When you hit that button, you will see boxes with a number of projects listed under "Statewide Services."

Assistive Tech. Autism Deafblind etc.
State Statewide Project

4. Choose the button that says "Deafblind Project.” There are a number of choices on the Deafblind Project page which give you
further information. Enjoy exploring our page which is updated periodically.

The CISC web page also has a number of listserv discussion groups just beginning, including one on sensory impairments.

A. After getting on the CISC web page (step 1 above), instead of hitting the button for "State Services," scroll down to "List Serv
Discussion Groups."

B. In the List Serv Discussion Groups, there is a group for the sensory impaired called "SENSORY_IMPAIRED_CISC."
C. In order to subscribe (at no cost) to the sensory impaired listserv, follow the directions on the web page. Eventually, there will
be questions and discussions going back and forth among all the participants in this group. The listserv is fairly new, so we

invite you to begin a discussion.

There are other resources available to you on the CISC web page or linked to it. Feel free to explore them.

Many resources related to deafblindness are also available on the world wide web. The following list is a sample of several that
have proven useful to the Project consultants. If you find any useful websites, please call the Project office or email us to share
that information. Thank you.

DB LINK - a national clearinghouse for deafblindness http://dblink @tr.wosc.osshe.edu

National Organization for Rare Diseases, Inc. (NORD) http://www.pcnet.com/~orphan/

National Family Association for Deaf-Blind http://www helenkeller.org/national/special.htm

Service Providers for Deafblind People in the USA http://www.eng.dmu.ac.uk/~hgs/deafblind/dbplaces_usa.html

article contributed by Mary Frey

*** See the related article on the Information Sheet: "Surfin' the WWW with Jean." It is a
first person story of how one Pennsylvania parent of a deafblind child has been surfing the net
for information and interaction. ***

o The Pennsylvania Deafblind Project » Information Update « Issue No. 6 *Fall 1997
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' RESOURCES AVAILABLE ON LOAN

@ Alsop, L. (Ed.). (1993). A resource manual for understanding and interacting with infants, toddlers, and preschool age
children with deaf-blindness. H.O.P.E., Inc., Logan, Utah. This manual provides information and intervention strategies for people
who work with young children who are deafblind. Various areas of development are discussed, and sample activities are described in
detail. Also included is information on children with deafblindness and special health care needs. This is a resource for teachers

l who may be working for the first time with a young child who is deafblind, for seasoned teachers who might enjoy expanding on
their resources, and for parents.

'Chen, D., & Schachter, PH. (1997). Making the most of early communication: Strategies for supporting communication

with infants, toddlers, and preschoolers whose multiple disabilities include vision and hearing loss. NY, NY: AFB Press. The video
with companion guide booklet can be used for training or self-study by families or service providers who work with young children

who are deafblind. Very young children with deafblindness are shown in a variety of settings, with components illustrating the
impact of vision and hearing loss on communicative interaction.

Miner, I, & Cioffi, J. (1997). Usher Syndrome in the school setting. Sands Point, NY: Helen Keller National Center. This
manual provides information about Usher Syndrome and the importance of early instruction and planning, in conjunction with
appropriate mental health support. Primarily written in a question-and-answer format, it is a useful tool for families, teachers, and

. other service providers of students with Usher Syndrome.

PARENT GROUPS THAT MAY INTEREST YOU

The Pennsylvania Deafblind Project « Information Update  Issue No. 6 » Fall 1997

416




UPCOMING EVENTS

TELECON E ,

Visual Impairment and Social Skills: Effective Techniques and Interventions discusses the critical December 18, 1997
social skills needed for success, with information about social skills instruction. Register at a

downlink site near you by calling the Distance Learning Center at 800-446-5607 (PA only) or 412-

443-7821, ext. 292, or Deb Holzapfel, ext. 222, for program information.

Visual Impairment and Autism: What Does it Look Like? What can we do? includes information January 24, 1998
and strategies for students with visual impairments and autism. Register at a downlik site near you by

calling the Distance Learning Center at 800-446-5607 (PA only) or 412-443-7821, ext. 292, or Deb

Holzapfe, ext. 222, for program information

FAMILY ACTIVITIES

Western Regional Learning Day for Families, Irwin, PA (east of Pittsburgh). Call Molly Black, PA January 24, 1998
Deafblind Project Family Consultant, at 412-863-1283, or Nancy Lehr at 800-360-7282 (PA only) or

717-541-4960.

PA Deafblind Project Family Learning Retreat, Holiday Inn-Hershey/Harrisburg, Grantville, PA. June 26-28, 1998
Call Nancy Lehr at the PA Deafblind Project for more information.

CONFERENCES

Spring Conference for Service Providers in the Field of Visual Impairment at Holiday Inn-Hershey/  April 29, 30, May 1, 1998
Harrisburg, Grantville, PA. This conference, with a theme of "Transitions", focuses on practical tips

for all service providers of individuals with visual impairment. A special pre-conference institute will

be held on April 29. For a registration packet, please call Anna Craig, IU 4, 412-652-3302

@ Write or call us with your ideas and questions, or if you would like some technical assistance from the Deafblind Project. )
Education Consultants: Mary Frey Juli Baumgarner
PA Deafblind Project PA Deafblind Project
6340 Flank Drive, Suite 600 5347 William Flynn Highway
Harrisburg, PA 17112-2764 Gibsonia, PA 15044
(800) 360-7282, ext. 3005 (PA only) (800) 446-5607, ext. 238 (PA only)
(717) 541-4960, ext 3005 (412) 443-7821, ext. 238
e-mail: mfrey@cisc.k12.pa.us e-mail: baumgar@ wisc.org
Family Consultants: Molly Black Stacy Gerlach Ellen Blackburn
106 Sheffield Drive 39 Rambler Lane 533 Waln Road
Irwin, PA 15642 Levittown, PA 19055 Glenside, PA 19038
(412) 863-1283 (215)945-7364 leave message at 800-360-7282 (PA only) J

INFORMATION UPDATE

O 1 enjoyed this issue of Information Update but I am not on your mailing list. Please send future issues to the address below.
O I've moved. Please change my address to that listed below.
O I receive too many publications. Please remove my name from your mailing list.

Name Agency
Street/P.0. Box City State __ Zip,
Comments

Call Nancy Lehr at the Project at 800-360-7282 (in PA only) or 7 l7-54l-4960. ext. 3115, or mail to PA Deafblind Project, Attn: Nancy Lehr,
6340 Flank Drive, Suite 600, Harrisburg, PA 17112-2764.
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The purpose of this Information Update is to describe project activities and to share ideas.
We encourage you to copy and share information, but please provide appropriate citations.

MAKING CONNECTIONS - AT THE FAMILY LEARNING RETREAT

The annual statewide
Family Learning Retreat was held
on April 11, 12, 13, 1997, at the
Nittany Lion Inn in State college.
The theme was “Making Connec-
tions: Hand in Hand”. Twenty
families enjoyed the weekend with
staff and childcare workers. Fami-
lies had the opportunity to make
connections with other families and
staff members, sharing and discuss-
ing their concerns with others who
understand.

WEEKEND ACTIVITIES .

In the sibling sessions,
brothers and sisters enjoyed the
chance to share what they felt and
thought about having a sibling with
disabilities. The children with
disabilities had an opportunity to
interact and do a lot of activities.

Parents learned how to get
their family more involved in their
communities, focusing on a desired

activity to work through the process.

A framework was provided for
mapping the resources available in
the family’s local community.
Small groups of parents worked
through the steps together, learning
from each other. Thoughtful
consideration was given as each
family mapped out their own
interests such as recreation, sports,
arts, theater, church. Each family
focused on one community activity
which they would like to pursue and
what support may be needed to

achieve that goal. Time was given to
discuss ways to use that community’s
resources to meet the family’s wish to get
more involved. Group discussion ensued
about how to tie together the skills needed
for the chosen activity, with the goals and
objectives developed for an IEP and an
IFSP for the child. First steps were laid
out in an action plan to begin upon
returning home.

The families identified the need to
consider the following items: the setting
of the activity (swimming pool, athletic
field, church, grocery store, circus, etc.);
the information needed to gather about the
activity (schedule, fee, details); and the
kind of support systemns that were available
(family, friends, neighbors, volunteers).

They brainstormed about what
questions to ask when making phone calls
for further information. They talked about
the need to respect the family’s priority -
were they a family who liked to camp, or
preferred to go to the library, or were very
involved in their church. Everyone
concluded that the whole process took
some preplanning. There are inclusion
challenges everywhere. There definitely is
a need for increased communication with
community agencies. Hopefully, all this
work results in increased interaction within
the community and more of a feeling of
belonging for that child and his or her
family. (See stories about Alex, Billy, and
Taylor for successful experiences.)

The Family Retreat was a mutual
learning experience for all -- a real
demonstration of collaboration in action!

418.

PARENTS SHARE
EXPERIENCES AND HINTS
Alex

Molly, the first parent who
spoke at the retreat, was one of the
inspirations for this Deafblind
Project Family Learning Retreat.
Her story regarding Alex’s partici-
pation in Vacation Bible School
(VBS) was featured in a previous
edition of Information Update.
Molly, mother of Alex, Abbey and
Bethany talked about involving
Alex, her son with dual sensory
impairments, in VBS. Molly
wanted Alex to attend VBS. The
church worked out an arrangement
in which they provided a babysitter
for Abbey, Alex’s 2-year-old sister,
while Molly came to VBS to help
with Alex. At first, the other
children were puzzled and asked
“Why doesn’t Alex talk?” and other
questions; but quickly, the children
included Alex in their activities.
Molly reported that Alex got more
turns on the slide than anyone else,
and the children competed over who
got to be Alex’s friend!

Molly’s hints: “The
church community knew us. If they
know you, they will know your
needs. Have a plan. Don’t just

drop off your child.”

Molly reported that this
year, the church has already reached
out and contacted her. She will be
working with the church to set up
ways for Alex to participate without

(con't next page)



MAKING CONNECTIONS (con't from previous page)

Molly’s full-time assistance. Molly is
also exploring ways for Alex to be
included in his neighborhood school.

Billy

Stacy began by showing her son
Billy's baseball picture. “I have four kids.
They’re not with me today. The reason is
that everyone’s at baseball. Billy is in the
regular Little League. It was hard . ..
Pictures are tomorrow and he’s gotta be
there! Today’s opening day!”

Stacy, mother of four children,

" shared her story about enrolling Billy,
who is deafblind, in the community T-ball
little league. Stacy asked to include Billy
when she was enrolling his brothers in
baseball league. When she approached
the local president of the league, he
wasn’t sure about what to do.

Stacy called the state organiza-
tion that oversees Little League baseball,
and it recommended that Billy be included
with the other children in his neighbor-
hood T-ball league. The other children
take turns wheeling Billy around the
bases, and she jxkes that she likes when
the children loudly discuss whose turn it is
so Billy can hear them! Stacy said that it
was helpful that everyone already knew
Billy, from his attendance at his brothers’
games, and also that she was persistent in
finding support for his enroliment.

Stacy also talked about her
family’s experience at their community
public library. On a family outing to the
library, Stacy discovered that the building
was inaccessible to a wheelchair user.
There were steps leading up into the
library and steps down into the children’s
section. She contacted her statc legislator
to ask why Billy did not have :fie chance
to enjoy the public library. The library
was receptive to learning about ways to
make the library accessible, and funding
was obtained. Billy was the first person to
open the door to the newly-accessible
library. He now enjoys the library with
his three siblings. Her strategies included
enlisting local support and collaboratively
designing solutions.

Stacy's hint: "Just ask 'why?" "

( Remember: Fun is the goal! Q)

Taylor

Ellen, Taylor’s mom, says that
attempts to include Taylor in the commu-
nity Little League are “a work in
progress”. A community member
approached Taylor’s mom, Ellen, about
getting a “Little Challenger” Little League
(LCLL) started. It has been a challenge,
but with progress. Initially, when asked,
the athletic director said it was not
possible to begin a LCLL because of
liabilities. The Philadelphia Phillies were
approached and they decided to sponsor
the league. A social event was held at the
ballpark, with the Philly Phanatic (Phila-
delphia Eagles team mastcot) and Bill
Bergey (Eagles quarterback), and pizza
donated by a local pizza parlor. When the
other children in the separate fields saw
what a wonderful time these children were
having, they came over to join them. This
year, there will be a Challenger Field Day,
and a Challenger Little League. “A girls'
team is buddying up with the Challenger
Little League. The teams are starting to
rotate in the schedule. On April 10, at the
first home game of the Phillies, one of the
Challenger Little League kids was invited
to throw out the opening pitch!

Ellen reported that it took four
years for the Challenger Little League to
happen. This began as a separate activity,
but has resulted in many connections

Ellen suggested that if you are
interested in involving your family in a
community activity:

1) Identify a setting that is of
interest. It may be a new setting, or one in
which you would like your entire family to
be involved.

2) Make the necessary arrange-
ments to arrive - in other words, transpor-
tation. If the whole family is participating,
you will already know how you're getting
there. If not (e.g., vacation bible school),
consider car pooling, community re-
sources.

3) Decide what is needed for the
child to participate in that activity

4) Determine whether everyone
had enough fun to warrant returning to the
activity. #39

[RESOURCE BOOKS AVAILABLE

= Schleien, Stewart J., Ray, M.
Tipton, and Green, Frederick P. (1997).
Baltimore, MD: Paul H. Brooks Publish-
ing Company.

This book is aimed at profession-
als dealing with special education,
therapeutic recreation, community
recreation, and for anyone who wants to
be an effective leisure advocate for
persons with disabilities. It contains a
number of strategies and creative ideas for
inclusion. It helps one look at how
community recreation programs can
encourage the participation of everyone in
the community regardless of levels of
ability. It has a number of screening
devices, evaluation tools, and forms to.
help one assess a community’s opportuni-
ties for leisure recreation for persons with :
disabilities.
= Diamant, Rachal B. (1992).

i . Tucson: AZ
Therapy Skill Builders.

This is a book with a number of
activities to assist parents of children, bi
to three, who have developmental delays.
It has a number of movement and play
experiences. It has easy-to-follow
illustrations and gives ideas of ways to
hold and play with children while provid-
ing opportunities to develop motor skills
and stimulation. Set up with activities to
be used with household items, it provides
parents with the correct positioning for
their child.

* Everson, Jane M. (ed). (1995).
Supporting young adults who are deaf-
blind in thei ities: A "

] ide f . d
families. and friends. Baltimore, MD:
Paul H. Brooks Publishing Company.
This is a book about transitions
and the services that are needed to bridge
the gaps in the lives of people who are
deafblind so that they can achieve a high
quality of life and be assured of their
human dignity. It contains information,
strategies, forms, case studies or stories
about high school students and young
adults who are deafblind, inventories

regarding possible future plans, maps, etc.
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SIBLINGS SHARE THEIR THOUGHTS AT RETREAT

At the April, 1997 Family
Learning Retreat, sponsored by the
Pennsylvania Deafblind Project, sibling
groups were facilitated by Jane Stewart
and Linda Critchlow, early intervention
service providers. Jane and Linda
worked with children of many ages
using art, stories, a video, and discus-
sion of issues related to having a '
brother or sister who is deafblind.

They reported that the siblings were
delightful! Here are highlights of what
they shared with the parents at this
retreat: Siblings of all ages (from three
to sixteen) talked about being afraid
when a family member goes to the
hospital, because they fear the person

- will not return. The child needs to be

reassured, and his or her questions
answered at the appropriate age level.

- Jane and Linda said, "Talk to them...
" This might be hard...Their biggest

concern is not fear of the hospital, but a
fear that a family member might die."

One comment that the
facilitators expected to hear more often
was that siblings get tired of having to
help out. Yes, they do get tired of
having to do things for the brother or
sister, but their empathy was extremely
evident. They expressed empathy
towards not only their brother or sister,
but to others. It hurts siblings when
they hear derogatory comments about
others.

Open communication about
the cause (known or unknown) of the
disability is important, because the
siblings expressed fear of having or
“catching" the disability.

Open communication about routines and
rules is also critical. A few siblings made
comments such as "We don't know how
we are supposed to act because they
(parents) don't tell us."

Jane and Linda recommend: "Always
make sure you keep the siblings aware of
what is going on. Answer their questions
at their level, but always be honest."”

L L 24 4

GRANDPARENTS

The February/March 1997 issue of
"Pennsylvania Early Intervention: A
Publication of the Pennsylvania
Interagency Coordinating Council"
featured grandparents supporting and
sometimes raising their grandchild
with a disability. One of the resources
listed in the newsletter was the AARP
Grandparent Information Center, 601
E. Street, NW, Washington, D.C.
20049; phone (202) 434-2296. Itisa
source of information and a referral
agency for local and national resources
that include grandparent support
groups, and also provides technical
assistance to groups that address the
needs of grandparent caregivers.
Parent-to-Parent of Pennsylvania (800-
986-4550) may also be contacted if
you would like to know more about
support for grandparents.

Sibs Only

% Easter Seal Society
Attn: Joan Charlson

632 Fort Duquensne Blvd.
Pittsburgh, PA 15222
412-281-7244

SPECIAL NEEDS KIDS

Why do people make fun of handi-
capped kids? Is it the way they do
things, the way they move, or is it just
because they are different from us? I
have a sister who is deaf and blind. I
have seen kids who lay on the floor and
drool. Also, I have seen kids who
professionals say would never move
and are almost walking. What enables
kids to do this is a lot of love. My sister
is walking and almost talking. She is
always saying bigger and more difficult
words. She is loved by a lot of people.
We started walking with my sister when
she was two. Today, she is running.
It’s because of all the love she has
around her. There are all sorts of
handicaps, including cerebral palsy and
downs syndrome. When I went to Penn
State to attend a camp from April 11-
13, I saw many loved kids who are
wheelchair bound. There were some
kids on oxygen and vocal assisted
communication aids. I see these
children as very unique individuals.

The above article was written by Joe
Weaver, age 13. Joe is in 8th grade
and on the staff of the school’s newslet-
ter, “Prexie Press”, at Washington
(PA) Middle School.

In the last few issues of “Information Update”, we have listed several support groups for siblings and families of children who
have multiple handicaps. Here are three more:

Overbrook School for the Blind
Attn: Anne Felton

6333 Malvern Avenue
Philadelphia, PA 19151-2597
215-877-0313

The ARC of Dauphin County
Attn: John Sebastian

4309 Linglestown Road
Suite 114E

Harrisburg, PA 17112
717-540-5800
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UPCOMING EVENTS FOR THE PA DEAFBLIND PROJECT

State Transition Team Partnerships Meeting CISC, Harrisburg August 28, 1997

INSITE Training (Days 1 and 2) IU 16, Lewisburg Sept. 9-10, 1997

Regional Learning Retreat Day East Morgantown Sept. 27, 1997

Advisory Council Annual Meeting CISC Sept. 23, 1997

Local Transition Team Partnerships Workshop WISC, EISC Sept. 24-25, 1997

Regional L.eamning Retreat Day West Hermitage Sept. 27, 1997

PA CEC Conference Grantville Nov. 6-7, 1997

INSITE Training (Days 3 and 4) IU 16, Lewisburg Dec. 2-3, 1997

TASH Conference Boston, MA Dec. 10-13, 1997

Family Learning Retreat - Statewide Grantville June 26-28, 1998
\s _J
TRANSITION TEAM WORKSHOP

A workshop is scheduled on September 24 and 25, 1997, in eastern and western Pennsyvlania for community teams that
would like to enhance the transition to adult life for a young person who is deafblind. As part of an ongoing effort supported
by the Pennsylvania Deafblind Project and the State Transition Team for Individuals who are Deafblind, the workshop will
address successful interagency team strategies, as well as issues related to promoting the independence of the young person
who is deafblind. Please call the Project for more information or if you are interested in participating.

Write or call us with your ideas and questions, or if you would like some technical assistance from the Deafblind

Project.

Education Consultants: Mary Frey Juli Baumgarner
PA Deafblind Project PA Deafblind Project
6340 Flank Drive, Suite 600 5347 William Flynn Highway
Harrisburg, PA 17112-2764 Gibsonia, PA 15044
(800) 360-7282, ext. 3005 (800) 446-5607, ext. 238
(717) 541-4960 (412) 443-7821, ext. 238
e-mail: mfrey@cisc.k12.pa.us

Family Consultants: Molly Black Ellen Blackburn Stacy Gerlach
610 Rembrandt Circle 533 Waln Road 39 Rambler Lane
Irwin, PA 15642 Glenside, PA 19038 Levittown, PA 19055
(412) 863-1283 (215) 884-1474 (215) 945-7364

e-mail: dfmlitd@ erols.com

l

This publication is available in alternative media on request. Lancaster-Lebanon IU 13 is an equal opportunity employer.

INFORMATION UPDATE (published quarterly)
O 1 enjoyed this issue of Information Update but I am not on your mailing list. Please send future issues to the address below.
O I've moved. Please change my address to that listed below.
O1 receive too many publications. Please remove my name from your mailing list.

Name ' Agency

Street/P.O. Box City State __ Zip

Comments

Call Nancy Lehr at the Project (800-360-7282) or mail to PA Deafblind Project, Attn: Nancy Lehr, 6340 Flank Drive, Suite 600,
Harrisburg, PA 17112-2764
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The Pennsylvania Deafblind Projectw

serving students with dual sensory impairments

Information Update

Fall 1996 )

The purpose of this Information Update is to describe project activities and to share ideas.
We encourage you to copy and share information, but please provide appropriate citations.

NEWLY-FORMED
ADVISORY COUNCIL

On September 24, 1996, the Advisory
Council for Children who are Deafblind
held their first annual meeting in Harris-
burg. It was an industrious and produc-
tive day of developing the mission
statement, outcomes, and action planning
for the Deafblind Project. Dr. William
Penn, Director of the Bureau of Special
Education, PA Department of Education,
attended a portion of the meeting.

In addition to Juli Baumgamer and Mary
Frey. Education Consuitants for the
Deafblind Project, members of the
Council include: Mary Anketell, Educa-
tion Consultant with Early Intervention
Technical Assistance; Molly Black, Ellen
Blackburn, and Stacy Gerlach, parents
and Family Consultants with the PA
Deafblind Project; C.J. Carroll, Jill Fitch
and Andrea Johnson, parents and repre-
sentatives of PA Parents for the Deafblind;

.Kathryn Daugherty, Special Education !

Support Specialist at the Conroy School
inthePittsburgh School District; Kathleen
Huebner, Program Director at Pennsyl-
vania College of Optometry; Bernadette
Kappen, Director of Overbrook School
for Blind Children; Rich McGann, con-
sumer from Pittsburgh; and Fran
Warkomski. Project Director of Central
Instructional Support Center.

The next annual meeting is scheduled for
September 23, 1997. During the interim,
information will be shared and issues
discussed via periodic conference calls.

Formore information, contact the Project.

PENNSYLVANIA HAPPENINGS

""Deafblind” . . . In Pennsylvania, we
have begun to use the single word
"deafblind” rather than "deaf-blind"” or
"deaf/blind” to encourage recognition
that both vision and hearing impair-
ments are involved for an individual.

Accurate identification . . .The
Deafblind Project is preparing to send
out the Annual Deafblind Federal Cen-
sus in January. Each early intervention
service agency, preschool program,
school district, intermediate unit and
charter schools for the deaf and for the
biind are sent census packets. The pur-
poses of the census areto: 1) update the
information of children previously
identified; 2)identify new children; 3)
examine the gathered data for demo-
graphic trends impacting upon future
activities; 4) offer technical assistance
and training to families, educators, and
service providers.

Keeping in touch . . .On the first Tues-
day of eachmonth, staff at the Deafblind
Project and representatives from the PA
Parents for Deaf-Blind Group share in-
formation. talk about upcoming events,
reflect on recent activities, and brain-
storm issues via an evening conference
call. For further information, contact
Ralph Warner (215-679-5432) or An-
dreaJohnson (610-623-8541) or staff at
the Deafblind Project. T

Regional Days . .. Twenty-nine parents
and educators met in Philadelphia to
participate in the workshop, "Strategies
for Learners who are Deafblind” on
September 7, 1996. There was a won-

4o9

derful exchange of information and ideas
culminating in specific child-oriented ac-
tion plans. Some participants took advan-
tage of the chance to borrow the resource
materials, "Hand in Hand: Essentials of
Communication and Orientation and Mo-
bility for Your Students Who Are Deaf-
Blind” on which the workshop was based.

Hermitage was thelocation for the Western
Regional Day workshop on October 19.
1996. Five families, two educational in-
terpreters, one Sunday School teacher/
librarian, and a nurse attended the work-
shop. Sibling groups were alsoconducted
with feedback to the families.

National Conference on Deafblindness:
The Individual in a Changing Society
will take place June 6 through June 9.
1997, in Washington, D.C. The PA
Deafblind Project is offering special
Learning Awards to assist with expenses
for several families to attend the national
conference. Contact the Project to request
aConference Learning Award application
form.

Reminder: Learning Awards are avail-
able to families to help improve the effec-
tiveness of education and experiences for
their child who is deafblind. One parent
is using a Learning Award to defray costs
of attending the TASH Conference. One
family is considering attending asign lan-
guage course. Another family plans on
buying aset of "Hand in Hand" books. Be
creative! If you need an application form,
call the Project. The next two deadlines
are December 31, 1996, and March 3,
1997.
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RESOURCES AVAILABLE ON LOAN FROM THE DEAFBLIND PROJECT
The following materials contain information about Individualized
Education Plans (IEPs) and Individualized Family Service Plans (IFSPs)

Downing, June E., Ph. D. (1996).
Including students with severe and
mmmmmm} - Practical e £
teachers. Baltimore, MD: Paul H.
Brooks Publishing Company.

This practical book offers concrete
suggestions and strategies 10 meet the
unique challenges of learners who
have one or more sensory impair-
ments. It includes case studies from
preschool, elementary school, and
secondary classrooms. (196 pages)

Haring. N.G. & Romer, L.T. (1995).
Welcoming students who are deaf-
blind into typical ciassrooms:
Facilitating school participation,
learning, and friepdships. Baltimore,
MD: Paul H. Brooks Publishing
Company.

This book provides a comprehensive
picture of inclusionary practices
across the United States. It reflects
the experiences of educators and

* * * See séparalc Information Sheet on "Considerations in IEP Development for Children Who Are Deafblind” * * *

parents regarding the complex
instructional support needs of students
who are deaf-blind. (447 pages)

Huebner, K., Prickett, J.G., & Welch,
T.R., Joffee, E. (eds.). (1995) Hand in
hand: Essentials of communication
who are deaf-blind. New
York, NY: AFB Press.
This set of materials is designed in
modules. Each section offers state-of-
the-art information. hints, guidelines,
strategies, articles, and a variery of
other resources specific to
deafblindness. (2 books, 1 trainer’s
manual, ] book of article reprints, ]
videotape)

McGahee-Kovac, Marcy. (1995). A
student's guide to the TEP. Washing-
ton, D.C.: NICHCY.

This free guide offers students practi-
cal steps and examples of contributing
to the development of their own IEP

- A guide for parents. Philadelphia,

from preplanning to the actual

meeting. This bookler also has a '
cassette 1ape available on loan. (12
pages)

NICHCY. (1995). Helping students
assistance guide. Washington, D.C.:
NICHCY. (Volume 2, December) .
This free easy-t10-read guide is
designed for parents and educators.
It guides them in how 10 assist
students 10 rake an active role in
developing their own IEP. (24
pages)

Mancuso, E.. Rieser, L., &
Stotland, J.F. (1991). The right to
special education in Pennsvlvania:

PA: The Education Law Center.
This free booklet offers a secrion on
the IEP conference, the JEP team,
1ips on developing IEPs, how to
sertle IEP disagreements, and IEP
timelines. (56 pages)

Molly. one of three parent consultants for the PA Deafblind Project. lives in Westmoreland County with Abigail (18
months). Alex (five vears), Bethany (nine years). and husband Garth. In addition to her part time position as a family
consultant. she is completing a term as co-chair of her Local Interagency Coordinating Council. and is a trainer for EPIC.
EPIC (Educating Physicians 1n the Community) is directed toward helping physicians learn about early intervention.

INTRODUCING MOLLY BLACK

referral strategies. and available services.

Molly’s son. Alex. has both a visual and hearing impairment due to Cornelia de Lang Syndrome (CDLS). Molly volunteers

as the Western PA Regional Coordinator for CDLS. supporting families with information about community resources,
advocacy, and emotional support.

On top of all this. Molly is assistant troop leader for daughter Bethany's Girl Scout troop! Molly credits her husband. Garth.
for his support “behind the scenes.” She would like to hear from any family who has a child with a dual sensory impairment.
Please leave a message for Molly with our Project Assistant. Nancy Lehr, at toll-free 800-360-7282. ext. 3115. You can also
reach Molly directly by calling 412-863-1283.

NATIONAL FAMILY ASSOCIATION FOR DEAF-BLIND (NFADB): The National Family Association for Deaf-
Blind is founded on the belief that individuals who are deaf-blind are valued members of society and are entitled to the same
opportunities and choices as other members of the community. NFADB is the largest national network of families who
focus on issues surrounding deaf-blindness. NFADB can be reached at (800) 255-0411, ext. 275.

19
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Contributed by Stacy Gerlach

It's back to school! What a fun time . . . . and a stressful time, too! How are you (siblings) supposed to get your
homework done with little brothers and sisters running around, especially when they don't understand that you

have to get it done?? We put Billy (5 years) down to "play” in his ballpit in his room. It's part of his routine and
it provides peace and quiet for Ashley (11 years), Ricky (9 years), and Bo (8 years) to get their homework done.

I found some support groups for siblings with
multiply handicapped siblings:

PARENTS/SIBS SUPPORT GROUP
Butler Co. F.S.S.

112 Hillvue Drive

Butler, PA 16001

Linda Yetter

(412) 287-0791

SIBS ARE SPECIAL 7 'O

McKeesport Preschool for Special Children
5724 Smithfield Road

McKeesport, PA 15135

Carolyn Hay -

(412) 751-9022

PARENT TO PARENT

1001 Brighton Road

Pittsburgh, PA 15233

Cathy Bonner and Marilyn Colosmo
(412) 322-6008

If you can attend any of these sibs groups, let
us know how you liked it, what you liked
best about it, or why you didn't like it.

My name is Bo Gerlach. I am 8 vears

old. 1went to the Eagles Camp this

summer with my familv. We got our

fishing rod. Last vear in school. I got
0 1 .

four good report cards. @<

e
. &

Hello, my name is Ashley Gerlach. 1
am 10 years old and I had a great
summer! These are some of the things
ldid..... Eagles Camp, seashore,
church camp, bible school, got a new
pool, St. Mike's Faire, fishing party,
Sesame Place, Chuck E. Cheese, and
Pennsylvania Faire. This is whar I did
this summer! -

(Ashley wrote her original submission
in several differently-colored inks.)

Having a deafblind sibling. you probably know that they
love to taste and smell things. Sometimes you don't know
what you can do to really have fun with them . . . some-
thing that isn’t boring for you. How about making some
scented play dough?? Tell Mom it’s even okay if you put it
in your mouth, too!! Here's the recipe:

SCENTED PLAY DOUGH

1 cup flour

172 cup salt

2 tablespoons cornstarch

1 cup boiling water

1 tablespoon oil

6 drops food coloring

6 drops extract (like yellow/lemon or orange/orange. etc.)
Add dry ingredients (first 3) in a bowl. Mix.

Add the wet ingredients (last 4) in another bowl. Mix
Make a hole in dry ingredients. Add wet ingredients to it
and mix with fork or spoon. Let the mixture set in the
bowl in the refrigerator for a while. then share with sibs.
Make all sorts of fun items with the scented play dough.

% Well. this is it for now. Let me know if there is something special you want me to look into for you.
ASSIGNMENT FOR NEXT ISSUE: Send me a photo or drawing of you or your family in your holiday
outfit(s). Include a few lines about your favorite holiday. Be sure to label the photo with your name and age.
The photos will not be returned. They will be added to the Project photo album (availabie for viewing at
Family Retreats and Regional Days). Send it to: Kids Page. Stacy Gerlach. 39 Rambler Lane, Levittown,

PA 19055.
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ALERT!!

Anyone whose child receives medical assistance (ACCESS), be aware that things are changing!
Beginning in January 1997, Managed Care Groups or HMOs will provide these benefits. The state has chosen five compa-
nies to provide service. If you are unaware of this, or need to know more, or need assistance in selecting an HMO, please
conta:t your local county assistance office. A benefit consultant should be on site there from October 1996 and on to
provide information and assist you in selecting a HMO. Check with your doctors to see which plan they are enrolled in.
Make your choice; don't let someone make it for-. you!
Contributed by Andrea Johnson, PA Parents for Deaf-Blind

£

o )
1| » = =» UPCOMING EVENTS FOR THE PA DEAFBLIND PROJECT - & ¢
Annual Federal Deafblind Census ' Statewide Jan. and Feb.. 1997
Advisory Council Meeting Statewide Feb. 5, 1997
Early Intervention INSITE Outreach Workshop Pittsburgh Feb. 14 and 28. 1997
Instructional Support System of Pennsylvania Grantville March 18, 19, 1997
Statewide Conference :
National Technical Assistance Consortium (NTAC) Philadelphia March 19-21. 1997
for Children and Young Adults Who Are Deafblind
1997 Deafblind Project Family Learning Retreat State College April 11-13, 1997
Transition Team Partnerships Workshop CISC. Harrisburg May 29. 1997
National Conference on Deaf-Blindness Washington. D.C. June 6-9. 1997
Regional Family Learning Days Southwest and Northeast PA July 1997
\ J
Write or call us with your ideas and questions, or if you would like some assistance from the Deafblind Project.
Education Consultants: Mary Frey Juli Baumgarner (on leave until March 1997)
PA Deafblind Proiect PA Deafblind Project
6340 Flank Drive. Suite 600 5347 William Flynn Highway
Harrisburg. PA 17112-2764 Gibsonia. PA 15044
(800) 360-7282. ext. 3005 (800) 446-5607. ext. 238
(717) 541-4960 (412) 443-7821. ext. 238
Family Consultants: Molly Black Ellen Blackburn Stacy Gerlach
106 Sheffield Drive 533 Waln Road 39 Rambler Lane
Irwin, PA 15642 Glenside. PA 19038 Levittown. PA 19055
(412) 863-1283 (215)884-1474 (215)945-7364

This publication is available in alternative media on request. PA Deafblind Project is an equal opportuniry emplover,

St — — — — —_———— e

INFORMATION UPDATE (published quarterly)
3 lPenjoyed this issue of Information Update but I am not on your mailing list. Please send future issues to the address below.
3 l've moved. Please change my address 1o that listed below.

I receive oo many publications. Please remove my name from yvour mailing list.

Name Agency

Street/P.O. Box City State Zip

Comments

Call Nancy Lehr at the Project (800-360-7282) or mail to PA Deafblind Project. Aun: Nancy Lehr. 6340 Flank Drive. Suite 600,
Harrisburg. PA 17112-2764
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(@ INFORMATION SHEET %)

Considerations in IEP Development for Children Who Are Deafblind
by Mary R.Frey, M.Ed., Education Consultant, Pennsylvania Deafblind Project

The IEP( Individualized Education Plan) is a written plan that tells what special education
program and services the child will receive.The IEP is written at a conference by a team
which includes the child’s parents. ...An IEP must include all the programs and services
necessary to meet the child’s individual needs as identified during the evaluation or re-
evaluation process. (Mancuso, et. al., 1991, p.13.)

Before the IEP meeting :

Assessment is an on-going process of information gathering. When formal and informal evaluation results
are reviewed, they identify the child’s needs and strengths. The information is the base for future
directions of the |EP goals and objectives.

With a younger child, the INSITE checklist or Callier-Azuza is helpful. A number of personal futures
planning tools, such as the MAPS or PATH processes can also be used to gather information - history,
likes/dislikes, skills/needs, etc. - about the child who is deafblind. Identification of how the child receives
information, preferred leaming style, and modes of communication are considered.

Parents need access to therapy reports and other evaluative information before the IEP meeting is held
so they have time to read, absorb, and question. Holding a preplanning meeting or phone calls with the
rest of the |EP team members may be ways for all to share equally in voicing their concems about the child
and answering questions about the child's current status. Parents need to consider what the priorities for
learning are for the child. Make note of the areas that evaluators found difficult for the child.

During the meeting

Family participation is integral to the IEP process and parents are to be active members of the team. Family
members are the child's primary teachers. The child should participate in the actual conference to the best
of his/her abilities. When it is not feasible for the child to be present, having a photograph on the table can
remind the team to stay child-centered during the planning process.

When the team meets to discuss and write an IEP for a child who is deafblind, the impact of the dual
sensory impairments upon the child and upon the methods of communication and instruction must be
recognized. Efforts to promote the use of existing hearing and vision while providing appropriate
accommodations throughout the plan are important. The IEP is to be functional, relevant, and age
appropriate to the child.

Based on the child's needs while building upon the child’s strengths, the team drafts both annual goals
and short term learning outcomes. While the educational team members may have brought along written
goals and objectives that they would like to be included, these are just suggestions. Rather than asking
parents if they agree or disagree with pre-written objectives, meaningful and appropriate outcomes are to
be discussed while considering family concerns and priorities. The IEP process is to be a joint effort.

IEP objectives do not forget isolated skills written by individual specialists on the team
(e.g., vision specialist, hearing specialists, occupational therapists). Instead, these tearn
members, along with family members, pool their expertise to create one IEP that includes
objectives that are activity-based and reflect the numerous skills required by the activity.
The team needs to identify the various opportunities to practice targeted IEP skills across
different functional activities. ~ (Downing, 1996, p. 39, 41)
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Developing language and communication skills is the overall theme, in many cases, in developing an |IEP
for a child who is deafblind. In the earlier years of a child's program, time spent exploring and trying a
number of communication options and establishing the foundation of a communication system is
prevalent. In later years, the focus tends to be on expansion of the communication system and increasing
interaction with friends and classmates. Environmental cues enhance the child's full understanding of
various situations, whatever the child's preferred method of communication.

Parents can question staff about the teaching methods that work best for their child. The IEP addresses
skills that promote both independence and interdependence. A multi-sensory approach in natural
settings and environments is essential for successful achievement of integrated goals and objectives.
Experiential learning strategies are employed since many incidental leaming experiences are missed by
the child who has dual sensory impairments. Opportunities for repetition and practice of skills across a
number of daily activities is very important.

Skills targeted in the IEP should be directly observable and measurable with specific criteria for success
listed. Adaptations and accommodations are dictated by what the child needs to support participation in
his/her program. .

Supports (examples) to consider:
- personal needs (feeding, medical, personal hygiene, dressing)
- physical needs (special equipment, environmental modifications)
- sensory needs (accommodations for vision and hearing needs)
- staff-and peer education (how to communicate, what behaviors mean)
- provision of access and opportunities (extracurricular activities)
(Huebner, et. al, 1995, p.117)

Once all the team members present at the meeting have shared information about the current functioning
and skills of the child, drafted goals and learning outcomes, agreed upon related services and
accommodations to support the child in his/her IEP program, they sign the IEP form indicating their
participation in the development process. (See Mancuso for further details. )

After the meeting

The IEP is considered a working document. It is to be reviewed annually by the IEP team and changed

when needed. Ongoing communication between families and school staff about what and how the child is
learning is important. ’

& This information sheet briefly discusses considerations for IEP de velopment for a child who is
deafblind. If you would like more information, you may contact the Pennsylvania Deafblind Project. &

References
Downing, June E., Ph. D. (1996). Including students with severe and multiple disabilities in typical

classrooms: Practical strategies for teachers. Baltimore, MD: Paul H. Brooks Publishing Company.

Huebner, K., Prickett, J.G., & Welch, T.R., Joffee, E. (eds.). (1995) Hand in hand: Essentials of
communication an ientati ili ur ts -blind, New York, NY: AFB
Press.

Mancuso, E., Rieser, L., & Stotland, J.F. (1 991). The right to special education in Pennsylvania: A guide

for parents. Philadelphia, PA: The Education Law Center.

Fennsyluanio Deafblind Tnoject, 6340 Flank Drive, Suite 600, Hamiobung, Ta 17112.2764

717-541-4968 ox tall fuce in Fax anby 800-36C-7282

t

427

'AVy]



1

The Pennsylvania Deaf-Blind Project )

Information Update

Summer 1996

i

The purpose of this Information Update is to describe project activities and to share ideas.
Please pass this update on to other families or colleagues who might be interested.

contributed by Ellen Blackburn, PA Deaf-Blind Project Family Consultant
There are many ways a family consultant can help you.

Atyour last IFSP (Individual Family Service Plan) or IEP (Individualized Education Plan) meeting, did you feel as if you were
on a different page than every one else? Did you want to talk to somebody about it? You could talk with a family consultant.

Do you have questions that you are not sure where to get the answers? Maybe a family consultant knows where you can get the
answer. Maybe a family consultant can find someone who does know the answer.

Are you interested in networking with other families that are in your area? Are you interested in starting a local support group?
A family consultant can help.

Are there topics you would like to see addressed in this newsletter? At the family weekends? Ata regional learning day? Let
a family consultant know. Of course, you can call the project directly.

The family consultant’s overall purpose is to assist the PA Deaf-Blind Project in addressing your needs. Let us know what they
are.

(Ellen can be reached directly at 610-884-1474.  To save on your long-distance phone cost, feel free to call Nancy Lehr from
the PA Deaf-Blind Project at 800-360-7282, and ask for Ellen to return your call). (Please refer to last page of this newsletter

for addresses of our family consultants.)

The next issue of our newsletter will
focus on Individualized Education

FAMILY LEARNING AWARD
Plan (IEP) and Individual Family =4

Service Plan (IFSP) issues. A list of
resources will be included specific to
these issues.

QUESTION: What are your experi-
ences -- positive or challenging -- in
regards to addressing your child's
deaf-blindness in the IEP/IFSP?

Call Juli or Mary to share your expe-
riences, or send us a note. We will
include what we learn in a helpful
way in the Winter issue of this
newsletter. Thank you.

Molly Black, one of our family consultants, recently received
a Family Learning Award to support her family’s attendance at
Pennsylvania Chapter meeting of the Cornelia deLange Syn-
drome Association. She is willing to contact other families of
children with Cornelia deLange Syndrome and share what she has
learned.

Family Learning Awards are available to assist families to improve the
effectiveness of education and interactions for the child who is deaf-
blind. Once an award is used, the family is expected to share with other
families, through the project, the impact of that award on the child who
is deaf-blind and the family. Materials about the Family Learning
Awards are enclosed with this newsletter or may be received by calling
Nancy Lehr (1-800-360-7282).
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ONE MOM'S INTRODUCTION TO
INCLUSION
contributed by Molly Black
PA Deaf-Blind Project
Family Consultant

Sometimes I feel like I'm the last one to
jump on the bandwagon. Just when I feel
comfortable withanew fashion, it quickly
goes out of style. Inclusion is a band-
wagon I have yet to jump on completely.
As parents of children with disabilities,
we all have faced or will face that all
important question: Is inclusion a good
thing for my child? Well, I have to admit,
so far I’ve kept my child, Alex, who is
dual sensory impaired due to Cornelia de
Lange Syndrome, in a very segregated,
educational environment. At the same
time, I’ve been known to advocate for
inclusion. I've been talking the talk, but
have yet to walk the walk, as they say. I
do believe in my heart it is right. At the
same time I’m torn because of my child’s
incredible needs. My overall feeling, of
course, is to keep choice of placement
open to parents.

Facing this summer without a program,
and knowing all too well that the Penn-
sylvania government expects me to lean
on my community more for resources,
Alex and I set out to test the waters. We
set our sights on Bible School. Before we
started, I explained our situation and of-
fered to accompany Alex as his aide on
this grand adventure. The first decision
we faced was whether I wanted him to be
included with children his own chrono-
logical age or his developmental age. We
quickly decided to stay with children his
own chronological age since these were
the children in the neighborhood most
familiar with him.

My husband warned me not to be too
disappointed if the week did not turn into
this wonderful “inclusion” story that would
convince me wholeheartedly thatinclusion
is a good thing for my child. Throughout
the week I was asked many questions by
the children such as “Why doesn’t he
talk?” and “Does he have a disease?”
However, I saw many more heartwarm-
ing situations such as one little boy who
took Alex’s hand while they were sway-

ing tomusic, and the three little boys who
fought over who got to sit next to him.

I"dlike to add that my story almost ended
without any great revelation one way or
the other regarding inclusion. However,
we were saved in the “Nick” of time. It
was saved by a little boy named Nick
who took a particular liking to another
little boy, named Alex. Never mind that
Alex never sought him out, talked to him
or even interacted very much with him.
On the very last day in the very last hour
of our time spent together, Nick came to
me and asked whether he could come
over to Alex’s house to play with him
sometime. Thank you, Nick, for making
our first real attempt at inclusion a “good
thing.”

(Molly can be reached at 412-863-1283.
To save on your long-distance phone
cost, feelfreetocall Nancy Lehr, Project
Assistant, at 800-360-7282, and ask for

Molly to return your call).

®» Hand in Hand Study Groups

Two upcoming Regional Family Learn-
ing Days (September 7 and October 19)
mark the beginning of an effort to link
parents and their children’s teachers in
study groups, using newly published
materials. Hand in Hand, published by
the American Foundation for the Blind,
is a set of materials focusing on commu-
nication and orientation and mobility for
children and youth who are deaf-blind.
Please call the Project if you are inter-
estedin forming or joining astudy group.

RESOURCES AVAILABLE

The PA Deaf-Blind Project has resources
available for loan to families and others.
Please call the Project if you would like
to borrow these items, or are interested
in resources on other topics:

It Isn’t Fair: Siblings of Childre
with Disabilities includes first-hand
perspectives of siblings, from over
twenty years of selections from Excep-
tional Parent magazine, parents’
thoughts, and comments and guidance
from the editors (copyright 1992, from
Exceptional Parent Press).

Nobody’s Perfect: Living & wi

Needs is written for parents, and offers
strategies and support for situations that
parents of children with disabilities face
in their everyday lives (copyright 1994,
from Paul H. Brookes Publishing Co.).

Taking Charge: Teenage 1

About Life and Physical Disabilities is
based on information obtained during
interviews with teen-agers. This book
covers three major areas: the individual
and self-esteem; relationships with fam-
ily, friends, and community; and future
long and short term goals, and how to
achieve them (copyright 1992, Wood-

bine House).

A list of the titles of books, manuals, and
videotapes in the PA Deaf-Blind Project
Resource Directory is available. We
have ordered more materials to add to
our resources. The list is long and in-
cludes only the titles. We will feature
different materials in more detail in up-
coming issues of this newsletter. You
may call Mary or Juli if you have ques-
tions about the resources. Most are
available for a one-month loan.
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Introducing Stacy Gerlach and the “Kids Page”

Stacy, one of three family consultants for the PA Deaf-Blind Project, is the very busy mother of four children. She,
her husband Rich, and children live in Levittown near Philadelphia. Billy, five yearsold, will begin school in Bristol

Township.

Stacy can support other parents of children and youth who are deaf-blind through phone consultation, referrals, and
other activities. She will be maintaining a “Kids’ Page” in this newsletter, so please send her any information about
recent events in your children’s lives, tips, etc. We would especially like drawings (black and white would copy
best), notes from brothers and sisters, and celebrations of your child’s successes. Stacy writes: This is our new
"Kids Page". We're looking for authors. Tell us about your summer. Did you go somewhere exciting? Did
you do something you never did before? Let us hear from you!

Stacy can be reached at (215) 945- 7364. In order to save you long-distance charges, you can also call Nancy Lehr
at (800) 360-7282 and ask her to have Stacy call you back.

®» Special Kids Network

The "Special Kids Network" is a new toll-free
call-in service (1-800-986-4550) that helps
families locate a broad range of health care
information and other services. It is a state-
wide information service for families with
children with chronic health problems and
disabling conditions.

"The dream I want to catch is full communication

with others."
drawn by Morgan, age 4

Brothers and Sisters at the PA Deaf-Blind Project Family
Learning Retreat

Dr. Sheri Moore, a professor at the University of Louisville in
Kentucky, spent time with siblings at the recent Family Retreat
while siblings made “dream catchers”. They talked about their
dreams for themselves, and for their brother or sister who is deaf-
blind. The loving wisdom of the young came through so loudly,
as when one sibling said, “ I want him to be independent, to do
certain things for himself. But I want for him to be around us.”

Sheri talked about the potential of a process called "Person
Centered Planning” (PCP) with the families at the retreat. PCP
allows a group of people who are close to a person to dream and
visualize future successes, and then to work out an action plan to
achieve those successes. We practiced this process with families
at the retreat, using different strategies. Sheri said that the value
is in surrounding yourself with a circle of support. "When we
look at the future with a systematic approach, it’s easier to get to
where you want to go.”

Sheri also summarized her experience with the siblings at the
Family Retreat. She noted that siblings think a lot more about
their brother or sister who is deaf-blind, than we might realize.
She recommended that parents talk with their children about
their concerns on a regular basis and as things naturally occur.
Sheri pointed out that it is a good idea to start thinking about these
issuesearly. Parents might not have all the answers, but the door
to communication will always be open.

IN FUTURE ISSUES, WE WOULD LIKE TO DEDICATE THIS ENTIRE PAGE TO "KIDS PAGE"
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( WHAT'S HAPPENING FOR THE PA DEAF-BLIND PROJECT )
Eastern PA Regional Family Learning Day Overbrook School for the Blind September 7, 1996
Advisory Council Meeting PennTech, Harrisburg September 24, 1996
State and Local Transition Team Workshop PennTech, Harrisburg October 8-9, 1996
Western PA Regional Family Learning Day Sharon-Hermitage Holiday Inn October 18-19, 1996
Early Intervention INSITE Outreach Workshop Pittsburgh October 18 and

November 8, 1996
Teleconference: What are all these adults Downlink sites available across PA November 19, 1996
doing in my classroom?" :
PennTech Assistive Technology Exposition Various locations December 3-6, 1996
Early Intervention INSITE Outreach Workshop Pittsburgh Feb 7 and 14, 1997
State and Local Transition Team Workshop PennTech, Harrisburg March 1997
1997 PA Deaf-Blind Project Family Learning State College April 11-13, 1997
Retreat
National Conference on Deaf-Blindness Washington, D.C. June 6-9, 1997
\_ For more information, call the Deaf-Blind Project at 800-360-7282 Y,

® Early Intervention Outreach Project
On June 24, 25 and 26, a very enthusiastic group of early intervention service providers and parents began apioneer step in outreach
efforts to support very young children with sensory impairments. The first day of the workshop focused on exploring the variety
of ways adults learn. The second and third days focused on three curriculum models for children and how to support training at
the local level. As a result of this workshop, Pennsylvania has a pool of people who can assist local agencies in INSITE training,
and network with and support one another.

The INSITE model is an early intervention approach with a focus on helping families enhance the development of their children
who are deaf-blind, or who have multiple and sensory impairments. A local workshop is planned for this fall in the Pittsburgh
area. If you would like to inquire about local INSITE workshops in your community, please call Juli Baumgarner or Mary Frey.

® NICHCY . )
The National Information Center for Children and Youth with tescecscess DIDYOU KNOW? seccccccces
Disabilities is an information clearinghouse that provides In the 1996 Summer issue of the Millersville University

Review was the following interesting fact. "Pennsylvania

information on disabilities and disability-related issues for eres ] !
has the largest rural population in the United States with

children and youth (birth to age 22). Anyone may contact

NICHCY for a publication list and information at 1-800-695- nine million acres of farmland, nearly one-third of the
0285 (voice/TT) or 1-202-884-8441 (fax). total area of the state.
Write or call us with your ideas and questions, or if you would like some technical assistance from the Deaf-Blind
Project.
Education Consultants: Mary Frey Juli Baumgarner
PA Deaf-Blind Project PA Deaf-Blind Project
6340 Flank Drive, Suite 600 5347 William Flynn Highway
Harrisburg, PA 17112-2764 Gibsonia, PA 15044
(800) 360-7282, ext. 3005 (800) 446-5607, ext. 238
(717) 541-4960 (412) 443-7821, ext. 238
Family Consultants: Molly Black Ellen Blackburn Stacy Gerlach
106 Sheffield Drive 533 Waln Road 39 Rambler Lane
Irwin, PA 15642 Glenside, PA 19038 Levittown, PA 19055
(412) 863-1283 (640) 884-1474 (215) 945-7364
& 215 y)
This publication is available in alternative media on request. PennTech is an equal opportunity employer.
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Educational Consultants
Juli Baumgarner
Mary Frey

Parent Consultants
Ellen Blackburn
Stacy Gerlach
Molly Black

Project Update

We are growing! Last year, Pennsylvania was
awarded a four year federally-funded grant to
provide training and technical assistance to fami-
lies, educators, and service providers of children
and youth who are deaf-blind, between the ages of
birth and 21 years. This information update is
intended to describe some of our activities.

Two full-time educational consultants -- Juli
Baumgarner and Mary Frey -- coordinate the
project. Three part-time parent consultants -- Ellen
Blackburn, Stacy Gerlach, Molly Black -- assist.
Nancy Lehr is our office coordinator. Addition-
ally, other parents -- Miriam Roberts, Lydia
Berger, Cynthia Jackson-Glenn -- provide assis-
tance in specific activities. We collaborate with
our colleagues from the Instructional Support
System of Pennsylvania and PennTech.

Children and Youth who are Deaf-Blind

Over the past six years, there has been a dramatic
increase in the number of identified children and
youth who are deaf-blind in Pennsylvania.
Through collaboration with staff at early interven-
tion agencies, the identification of the infants and
toddlers who are deaf-blind or are at risk for deaf-

blindness increased. As of 1996, there are 571
identified children and youth who are deaf-
blind. This number is consistent with the
statistics for Pennsylvania’s population of
students receiving special education. Parents,
teachers, therapists, school nurses, and admin-
istrators have assisted the Project in identifying
these children and youth by completing Deaf-
Blind Census forms; these are updated on an
annual basis.

Six years ago, we identified only 84 individuals
between birth and 21 years of age who are
deaf-blind. At that time, we did not have an
educational consultant living and working in
Pennsylvania. Instead a multistate deaf-blind
project provided technical assistance. Later,
funding was obtained to hire one educational
consultant. Since 1995, we have been funded
for two educational consultants, and three part-
time parent consultants to work in the PA
Deaf-Blind Project.

Project staff plan training workshops based on
census information and identified needs. The
identified children and youth extend across all
age groups, in a variety of educational settings,
with differing skills and abilities. We know
that almost half of the children who are deaf-
blind are between birth and six years of age.

Parent Consultants

Three parents of children who are deaf-blind
provide support and information to other
parents, and help the Project develop and
provide training. Our parent consultants
include Ellen Blackburn, Stacy Gerlach, and
Molly Black. They can be reached by calling
our project assistant, Nancy Lehr, at
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“I feel I have a better under-
standing of and compassion for
the parents.”

INSITE participant

(800) 360-7278, and requesting a contact. Parent
consultants have made parent-to-parent contacts,
have been involved in setting training and work-
shop agendas, such as for the Family Learning
Retreat, and have provided training at early
intervention workshops. We are enriched by
their experience. As one of the parent consult-
ants said, “Sometimes a parent is part of the team
in name only. However, when a parent brings
knowledgeable information to the table, she
becomes part of the team.”

Technical Assistance

One of the most important functions of the PA
Deaf-Blind Project is to work with local teams of
educators, service providers, and families to help
plan for the intervention or education of children
and youth who are deaf-blind. Our educational
consultants use phone conferencing, videotape
exchanges, and on-site visits to work with local
teams. Some of the areas that we have visited
since October 1995 include Philadelphia, Pitts-
burgh, Bensalem, Oil City, Williamsport,
Mansfield, Lebanon, Mar Lin, Lancaster, New
Castle, Pennsylvania School for the Deaf, and
Overbrook School for the Blind.

Some of the activities include helping to develop
behavioral support plans, visiting classrooms to
help design communication and activity plans,
and meeting with teams to focus on educational
goals and strategies. The project also has sup-
portive resource materials, such as relevant
books, articles, and videotapes available for loan
to families, educators, and service providers.
Technical assistance or parent-to-parent contact
can be arranged by calling Juli Baumgarner or
Mary Frey at the 800 number.

Early Intervention

In collaboration with the Family Focused Early
Intervention System (FFEIS), the Deaf-Blind
Project has provided a six-day INSITE curricu-
lum workshop to families and service providers.
Over 300 people have completed this training,
which is intended to help families enhance the
development of their infants, toddlers, and
young children who are deaf-blind. A partici-
pant in a recent workshop wrote, “I feel I have a
better understanding of and compassion for the
parents after being involved with this program.”

Previously only offered regionally, in response
to requests by communities we are currently
extending this model to more local sites. We are
seeking parental involvement with the training
as it becomes available in local areas. Our
parent consultants and our Pennsylvania
INSITE trainers assist the Deaf-Blind Project in
planning for and providing training in commu-
nities or at agencies.

We are offering a training workshop on June
24-26, 1996, to help families and service
providers learn about and implement the
INSITE curriculum. The people who attend
this workshop will be our main points of con-
tact as we plan further INSITE training. Also
attending the June workshop will be partici-
pants who will learn about other curriculum and
service delivery models that may benefit chil-
dren who are deaf-blind.

Transition

In late 1992, we were awarded a grant from the
Helen Keller National Center-Technical Assis-
tance Center (HKNC-TAC) to begin a state and
local team partnership. This interagency model
is to enhance the transition from school to adult
life of youth who are deaf-blind. HKNC-TAC
has provided valuable training and guidance,
and also helped to sponsor some of the costs
involved.
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We formed a State Transition Team for Individu-
als who are Deaf-Blind in January 1993, and
continue to meet and identify a number of transi-
tion issues for students over 14 years old who are
deaf-blind. The State team is made up of parents
(previously Donna Nelson, and now Lydia
Berger), representatives from: Blindness and
Visual Services (BVS), the Developmental Dis-
abilities Planning Council, the educational transi-
tion project (PAL), schools (Overbrook School for
the Blind), PA Deaf-Blind Project staff members,
and others. Our State team supports the local
teams by participating in local team meetings, and
providing annual workshops.

Local teams are built around at least one student
and use a case study approach. Local teams have
been formed in Pittsburgh, Reading, Schuylkill
County, Philadelphia, and at Overbrook School for
the Blind. We are planning to form several new
local teams and are searching for interested per-
sons. Call Mary or Juli for more information.

We have learned about the needs of students who
are deaf-blind from our local teams, and have
brought issues to the attention of state level enti-
ties. For example, while BVS is the lead agency
for vocational planning for individuals who are
deaf-blind, we have found that many students
might be served by other agencies that can meet
their needs. Because the state and local teams are
made up of many different representatives, people
have a chance to learn about potential services that
each agency or project might provide for an
individual. We have also developed a booklet
entitled, "Quality Indicators of Community Em-
ployment and Training Programs.”

Recently a group of state and local team members
attended a workshop sponsored by HKNC-TAC.
Lydia Berger (parent), Cynthia Jackson-Glenn
(parent), Dael Cohen (Overbrook School for the
Blind transition coordinator), Carol Patterson
(Berks County MH/MR case manager), Juli
Baumgarner (PA Deaf-Blind Project), and Mary
Frey (PA Deaf-Blind Project) attended the work-

shop with teams from other states, and shared
experiences and learned new information.

Cynthia Jackson-Glenn facilitated a session at the
workshop on parental involvement in the transition
process, saying, “(My daughter) has a plan. We’re
talking about housing, about communication,
about the community. She’s come a long way.

We have a team—everyone can present their
ideas. It opens the door to many things. Profes-
sionals need to be open minded, because things
don’t always go the way they’re taught.”

Usher Syndrome Task Force

A task force was formed in 1995 to address
concerns around students with Usher Syndrome.
This syndrome is a cause of deaf-blindness that
‘begins with deafness or hearing impairment, and
involves a gradual loss of vision. Consumers,
family members, adult service agency representa-
tives, educators, and PA Deaf-Blind Project staff
have identified goals to support students in the
educational process, and to establish systematic
screening for the progressive vision loss associated
with Usher Syndrome. The task force planned and
presented a video teleconference, “When Retinitis
Pigmentosa and Hearing Loss Happen Together:
Meeting Educational Needs.” The teleconference
was broadcast to 15 states and many downlink
sites in Pennsylvania on March 5, 1996. The PA
Deaf-Blind Project is following up on technical
assistance requests which resulted from the tele-
conference, such as conference presentations,
materials loans, and meetings with students’
educational teams.

Behavior Support Core Team

The PA Deaf-Blind Project represents concerns of
children and youth with sensory impairment to the
state interagency Behavior Support Core Team.
The team meets periodically to develop and share
information regarding training and resources in
Pennsylvania for students with behavioral support
needs. Juli Baumgarner recently presented a
session at the Pennsylvania Conference for Educa-
tors of Persons with Visual Impairment entitled
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Aruitoxt provided by Eic:

“Learners with Unconventional Behavior” and is
working with some of the teachers who attended
the session.

Family Learning Retreat

The annual Family Learning Retreat was held on
May 31, June 1, 2, 1996, in Harrisburg. Jointly
planned by staff and parents, the focus of the
weekend was on catching dreams and the steps to
make these dreams a reality for children who are
deaf-blind. Child care was provided by staff from
Overbrook School for the Blind. Artists and
musicians involved all the children in projects. A
number of consultants shared information and
involved parents during workshops.

Conferences

Mary Frey and Juli Baumgarner present informa-
tion and train educators, service providers and
parents throughout the year at conferences, teacher
inservices and on-site visits. They also attend
professional conferences and share what they
learn. Juli and Mary will be presenting a session,
"Accommodations for Students With Sensory

Impairments", at the Instructional Support
System's annual conference.

Mary recently participated in an international
conference on deaf-blindness, "Living and Learn-
ing: A Lifelong Adventure."

Future Plans

Two learning days for families are planned for
summer/fall -- one in the eastern region of PA and
the other in the western region of PA. Topics are
being discussed by the planning committee of
parents and staff. Details to follow.

Please send us information that we can share
through our "Information Updates”". We plan on
publishing this information update quarterly. We
welcome any first-person stories... for example:
about an experience with a child who is deaf-
blind; a strategy that worked at home, school, or
community; a communication method. In our
next issues, we will highlight our parent consult-
ants.
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